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The  effects  of  a  multiple  family  group  intervention  with 
caregiving  families  of  Alzheimer's  disease  patients  were 
investigated  in  this  study.     A  6-week  structured  psycho-     ^ ./ 
educational  program  was  developed  and  implemented  with  19 
families   (38  persons)   caring  for  family  members  in  the  home. 

Families  were  self -selected  and  randomly  assigned  to 
treatment  and  control  groups.     A  pretest-posttest  design  v/as 
utilized. 

The  treatment,  which  served  as  the  independent  variable, 
consisted  of  six  structured  group  sessions  dealing  with 
chronic  versus  acute  illnesses,   family  and  illness  stages, 
role  adaptability,   family  cohesion,   community  resource 
utilization,  and  stress  management.     The  dependent  variables 
were  social  isolation,  caregiver  burden,  family 
communication,  and  utilization  of  resources,  as  measured  by 
the  Alzheimer's  Disease  Family  Survey   (ADFS),  Caregiver  • 

viii 


Burden  Scale  (CBS),  Family  Crisis  Oriented  Personal  ■/  ^ 

Evaluation  Scales   (F-COPES) ,   and  the  Primary  Communication 
Inventory- Partner   (PCI-P)  .     The  data  were  analyzed  using     \,  . 
student's  t-test,  a  two-way  analysis  of  covariance,  and 
multiple  regression  analysis.  ^ 

Analyses  of  participants'   responses  on  the  ADFS  revealed 
no  significant  differences   (p  <.05)  between  the  treatment  and 
control  groups  using  the  student's  t-test.     Analyses  of 
participants'  responses  on  the  CBS  using  the  ANCOVA  revealed 
interactions;   therefore,   regression  analyses  were  performed 
which  revealed  significant  differences  between  the  treatment 
and  control  groups  at  posttesting  (p  <.001),  as  well  as 
significant  interactions  between  other  variables.  Analyses 
of  participants'  responses  on  the  F-COPES  revealed  no 
significant  differences  (p  <.05)  between  the  treatment  and 
control  groups  using  the  ANCOVA.     Analyses  of  participants' 
responses  on  the  PCI-P  revealed  significant  differences 
(p  <.03)  between  the  treatment  and  control  and  groups  using 
the  ANCOVA  as  well  as  a  significant  interaction  between  the 
pretest  score  and  caregive  status. 

Thus,  it  can  be  concluded  that  the  treatment  appeared  to 
have  no  effect  on  the  variables  of  isolation  and  coping  and 
differing  effects  on  participants'  perception  of  burden  and 
communication  based  on  their  initial  level  of  scored  results. 
The  implications  of  these  findings  for  clinical  practice  and 
future  research  were  discussed. 
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CHAPTER  1 
INTRODUCTION 

Alzheimer's  disease  (AD)   is  a  devastating  brain  disorder 
characterized  by  gradual  debilitation  of  cognitive 
functioning,  unpredictable  affective  and  behavioral 
responses,  dysfunctional  psychiatric  states,  and  psychosocial 
impairment   (Chenoweth  &  Spencer,   1986;  Coons,   1988;  Hughes, 
Berg,   Danziger,  Coben,   &  Martin,   1982;  Katzman,   1990;   Light  & 
Lebowitz,   1989;  Mace  &  Rabins,   1981;  Zarit  &  Orr,  1983). 
Evidence  is  growing  that  this  disease  poses  unusually  severe 
stresses  both  for  the  person  suffering  from  it  and  for  the 
family  members  with  whom  the  afflicted  person  interacts 
(Gonzalez,  Steinglass,  &  Reiss,   1989) .     Not  only  is  the  ill 
family  member  forced  to  adapt  his  or  her  sense  of  competence 
and  style  of  life  as  the  illness  progresses,  but  the  quality 
of  life  of  the  victim's  family  is  often  irrevocably  altered 
as  well   (Vince,   Pruchno,  &  Potasnik,  1989;  Young  &  Kahana, 
1987)  . 

But  what  are  the  stresses  reported  by  families  living 
with  a  member  suffering  from  this  disease?    What  means  of 
help  are  now  available  to  families  dealing  with  this  life 
situation?    Are  alternative  intervention  methods  needed,  and 
if  so,  what  should  be  their  nature  and  scope?    There  is  a 
growing  body  of  literature  describing  the  impact  that 
Alzheimer's  disease  places  on  both  the  ill  person  and  the 
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family  to  which  the  ill  person  belongs.     In  early  efforts  to 
understand  the  impact  of  the  disease,  researchers  examined 
only  the  relationships  between  the  ill  family  member  and  the 
one  family  member  who  served  in  the  role  of  primary  caregiver 

(Given,  Collins,  &  Given,   1988;  Mace,   1985;  Neundorfer,  1991; 
Quayhagen  &  Quayhagen,   1988) .     The  primary  caregiver  was 
usually  the  AD  victim's  spouse,  or  secondarily,  an 
uncommitted  adult  female  child  (Brawdy  &  Viss,   1988;  Brody, 
1989;  Chenoweth  &  Spencer,   1986;  Fitting,   Rabins,  Lucas,  & 
Eastham,   1986;  Gwyther  &  Blazer,   1984;  Kiecolt-Glasser , 
Glasser,  Shuttleworth,   Elk-Dyer,  Ogrocki ,  &  Speicher,  1987; 
Light  &  Lebowitz,   1989;   Pruchno  &  Resch,   1989a;  Schulz, 
Biegel,  Morycz,  &  Visintainer,   1989).     These  studies  revealed 
that  the  caregiver  often  suffered  from  symptoms  generally  - 
characterized  as  those  associated  with  depression  and  stress 

(e.g.,   sleep  disorders,   appetite  disturbances,  memory 
deficits,  difficulties  in  concentration,  irritability, 
anhedonia,  etc) .     Many  caregivers  reported  experiencing  a  .  ^ 
sense  of  being  physically  and  emotionally  overwhelmed, 
unappreciated,  and  misunderstood  by  and  isolated  from  family 
and  community   (George  &  Gwyther,   1986;  Mace  &  Rabins,   1991)  . 
Examining  the  relationship  between  chronic  stress  and  iiranune 
system  suppression  in  the  caregivers  of  the  chronically  ill, 
Kiecolt-Glasser  et  al.    (1987)  reported  that,  as  compared  to 
nonstressed  matched  age  peers,  the  caregivers  appeared  more 
physically  distressed. 
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More  recently,  the  focus  of  attention  of  researchers  has 
broadened  to  include  the  entire  family  group  with  whom  the 
ill  member  and  primary  caregiver  interact   (Pruchno,  1989). 
Researchers  have  noted  that  the  entire  family  often  reports 
experiencing  stress  in  providing  care  for  a  chronically  ill 
family  member.     Family  members  report  experiencing 
frustration  and  anger,   embarrassment,   resentment,  guilt, 
isolation,  and  abandonment,   in  response  to  the  restriction  of 
previous  levels  of  activity  brought  about  by  the  increased 
demand  for  caregiving  (Aronson,   1988;  Daniels  &  Irwin,  1989; 
Fabisewski  &  Howell,   1985,   1986;  Koin,   1989;   Pearlin,  Turner, 
&  Semple,   1989;   Pollack,   1988).     This  situation  appears  to  ^' 
take  a  physical,   as  well  as  emotional  and  financial  toll  on  ^ 
families.     Steinglass  and  Horan  (1988)  cited  studies  • 
documenting  that  families  experiencing  acute  periods  of 
crises  are  four  times  more  likely  to  develop  symptoms 
associated  with  viral  infections  than  those  not  involved  in 
family  crises.     Thus,   evidence  is  mounting  to  confiriri  the 
conclusion  that  when  an  older  family  member  becomes  demented, 
it  is  a  family  event  and  the  entire  family  is  at  risk  for 
developing  physical  and  mental  health  problems. 

Obviously,  many  adaptations  have  to  be  made  in  order  for 
the  family  to  cope  appropriately  with  the  demands  of  chronic 
illnesses   (Cole,  Griffin,  &  Ruiz,   1986).     These  adaptations 
include  a  need  to  reduce  available  personal  time  and  social 
interaction,  and  a  need  to  manage  financial  losses  and 
compromised  physical  and  emotional  states  of  health  (Cole. 
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Griffin,  &  Ruiz,   1986;  Gwyther  &  George,   1986).     Some        i  ■ 
families  adapt  well  to  the  demands  associated  with  caring  for 
ill  family  members,  while  others  tolerate  the  confusion  and 
disorganization  associated  with  taking  care  of  their  disabled 
family  members  poorly   (Hall  &  Bulkwalter,   1987).     This  latter 
group  of  caregiving  families  often  refuse  to  see  the  impact 
of  the  family  member's  increasing  disability  upon  themselves 
until  their  own  health  deteriorates  to  the  breaking  point 
(Gwyther  &  George,   1986) .  •  - 

Not  only  does  having  a  family  member  become  disabled 
present  a  significant  strain  upon  the  caregivers,   it  has  a 
decided  effect  upon  continued  development  of  the  family 
system  as  well   (Carter  &  McGoldrick,   1980;  Doherty,  1983). 
Because  the  family  operates  as  a  dynamic  system,   it  must 
incorporate  the  illness  as  a  part  of  its  functioning  just  as 
it  incorporates  a  member's  job  requirements  into  its  daily 
operations.     Families  have  to  readjust  to  accept  the  demands 
of  this  unwanted,  uninvited  event  and  learn  to  cope  in  new 
and  different  ways. 

Interestingly,  studies  have  begun  to  document  the  role 
of  the  family  in  the  success  or  failure  of  adaptation  of  the 
patient  and  the  family  to  the  illness.     Families  utilizing 
increased  levels  of  social  resources,  tolerating  greater 
emotional  expression,   flexibility,   and  demonstrating 
cooperative  problem-solving  methods  and  open  communication 
channels  have  been  shown  to  cope  more  effectively  with 
chronic  illnesses  (Minuchin,  Rossman,  &  Baker,  1978;  Steidl, 
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1989;  Steinglass  &  Horan,   1988;  Vitaliano,  Maiuro,  Ochs,  & 
Russo,   1989) . 

Despite  mounting  evidence  of  the  impact  of  chronic, 
disabling  medical  illnesses  on  the  life  of  the  whole  family, 
there  has  been  limited  attention  given  to  developing 
interventions  aimed  at  assisting  families  in  adapting  to  a 
lifestyle  involving  a  chronic  illness  such  as  Alzheimer's  t'- 
disease.     Most  intervention  efforts  have  focused  on  dealing 
with  the  ill  persons  themselves  rather  than  on  the  needs  of 
the  families  providing  care  (Brody,   1989;  Hall  &  Buckwalter, 
1987).     Those  efforts  aimed  at  assisting  family  members  are 
usually  focused  only  on  the  primary  caregiver  and  fail  to 
consider  the  impact  on  the  broader  family  membership  with  its 
potential  for  exacerbating  or  reducing  the  stresses  of 
caregiving  (Cohen,   1991;  Mace,  1985;  Mace  &  Rabins,  1981; 
Zarit  &  Orr,   1983)  .     Finally,  no  studies  to  date  have 
attempted  to  systematically  evaluate  the  impact  of  such 
family  focused  intervention  efforts  on  family  members' 
subsequent  perceived  stress  and  adaptation. 

Scope  of  the  Problem  ■  'A^:  . 

Alzheimer's  disease  (AD)   is  a  devastating  brain  disorder 
characterized  by  gradual  debilitation  of  cognitive 
functioning,  unpredictable  affective  and  behavioral 
responses,  dysfunctional  psychiatric  states,  and  psychosocial 
impairment   (Chenoweth  &  Spencer,   1986;  Coons,  1988; 
Fabisewski  &  Howell,   1986;  Flint,   1991;  Hall,   1980;  Hall,    ,  ■ 
1988;  Hughes,  Berg,  Danziger,  Coben,  &  Martin,   1982;  Kahn, 


1975;  Katzman,   1990;  Light  &  Lebowitz,   1989;  Mace  &  Rabins, 
1991;  Zarit  &  Orr,   1983).     The  profile  of  symptoms  among 
afflicted  individuals  varies  widely  and  the  rate  of 
progression  of  AD  shows  marked  individual  differences. 
However,  most  affected  individuals  demonstrate  memory 
deficits,   intellectual  impairment,  poor  orientation,  and 
impaired  judgment  and  problem-solving  abilities. 

During  the  past  40  years,   the  number  of  individuals 
suffering  from  Alzheimer's  disease  has  increased  in  both 
relative  and  absolute  terms.     Not  only  has  the  population  of 
persons  most  likely  to  demonstrate  AD--those  aged  65  and 
older--increased  from  4.9%  of  the  general  population  in  1950, 
to  a  projected  13%  in  the  year  2000   (AARP,   1989),   but  the 
incidence  of  the  disease  among  this  population  also  appears 
to  be  mounting  (U.S.  Congress,  Office  of  Technology 
Assessment,   1990).     For  example,  there  have  been  various 
estimates  given  of  between  1.3%   (Mortimer,   1987)  and  10.3% 
(Abraham  &  Neundorfer,  1990;  Miller,  1990)  of  the  65-year-old 
and  older  population  who  either  have  or  will  develop  this 
disease.     While  the  current  estimate  of  individuals  suffering 
from  severe  dementia  (the  advanced  stage  of  the  disease  in 
which  they  are  incapacitated  to  the  point  of  needing  others 
to  care  for  them  continually)   is  one  and  one  half  to  two 
million  people,   it  is  projected  that  by  the  year  2000,  two 
and  a  half  million  Americans  will  be  suffering  from  this 
disease   (Light  &  Lebowitz,  1989). 


Alzheimer's  disease  creates  unique  and  unusually  severe 
stresses  both  for  the  afflicted  person  and  those  family 
members  involved  with  them.     Some  of  the  areas  of  family  life 
identified  by  researchers  as  particularly  problematic  are 

(a)  the  increased  sense  of  perceived  burden  experienced  by 
family  members   (Vitaliano,  Maiuro,  Ochs,   &  Russo,   1989)  and 
the  concomitant  subordination  of  the  non-ill  family  members' 
needs   (Abraham  &  Neundorfer,   1990;  Doherty  &  Baird,  1987; 
Montgomery,   Gonyea,   &  Hooyman,   1985;   Zarit  &  Orr,  1983), 

(b)  the  increased  sense  of  isolation  (Hanson,   1989;  Horne, 
1985;  Patterson  &  McCubbin,   1983;  Zarit,  Orr,  &  Zarit,  1985), 

(c)  the  rigidif ication  of  family  communication  patterns 
(George  &  Gwyther,   1986;  Minuchin,  Rossman,  &  Baker,  1978), 
and  (d)   the  decreased  ability/willingness  to  utilize 
available  outside  resources  (Doherty  &  Baird,   1987;  George  & 
Gwyther,  1986;  Minuchin,  Rossman,  &  Baker,  1978;  Sargent, 
1983a) . 

Increased  Burden/Subordination  of  Needs 

As  the  illness  progresses  and  the  AD  victim  becomes  less 
able  to  function  in  his  or  her  traditional  roles,  other 
family  members  are  often  forced  to  take  on  roles  and  perform 
tasks  in  addition  to  those  normally  accomplished.     Areas  of 
family  functioning  which  are  first  affected  may  include 
income  production,  household  duties,   social  obligations,  and 
nurturing   (Pollack,   1988).     As  the  demands  of  the  illness 
continue,   the  caregiver  may  develop  symptoms  associated  with 
the  "keeper  syndrome"  identified  by  Doherty  and  Baird  (1987). 
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These  symptoms  are  somatic  stress  responses  such  as 
headaches,  musculoskeletal  complaints,  depression,  anxiety, 
and  even  accidents. 

In  addition,  when  one  family  member  becomes  more 
dependent  upon  another,   the  relationship  becomes  unbalanced. 
Whereas  the  family  previously  had  been  interdependent,   it  now 
takes  on  a  form  of  unilateral  dependency.     The  caregiver  is 
now  engaged  in  performing  the  tasks  he  or  she  had  previously 
been  responsible  for,  plus  some  tasks  which  had  been 
delegated  to  the  ailing  family  member.     As  the  burden 
continues  to  shift  to  the  caregiver,  he  or  she  will  typically 
prioritize  the  family's  demands  and  respond  to  those 
perceived  as  most  important.     A  common  response  of  many 
caregivers  is  to  minimize  the  importance  of  their  own  « 
personal  needs  in  the  face  of  the  victim's  needs  and  to  not 
take  care  of  themselves.     This  subordination  of  personal 
needs  will  often  continue  until  the  caregiver's  health  is 
compromised  physically  and/or  emotionally  to  the  point  where 
they  are  unable  to  provide  adequate  care  for  themselves  and 
the  AD  victim.     As  the  primary  caregiver's  needs  go  unmet  in 
an  effort  to  provide  for  the  increasingly  dependent  victim, 
the  other  family  members  suffer  from  a  lack  of  emotional, 
physical,   and  economic  care  also. 
Increased  Isolation 

Patients  and  families  may  withdraw  from  social  contact 
with  outsiders  when  they  receive  the  diagnosis  of  a  chronic 
illness  and  continue  to  increase  their  social  isolation  over 


time.     Abi-aham  and  Neundorfer  (1990)  report  a  positive 
correlation  between  the  amount  of  time  lapsed  since  initial 
diagnosis  and  the  degree  of  isolation  experienced  by  the 
family.     This  continued  separation  within  the  family,  as  well 
as  between  the  family  and  its  environment  is  threatening  to 
the  family's  survival.     As  the  isolation  increases,  the 
family  becomes  more  withdrawn  into  itself  and  less  functional 
as  a  social  unit.     While  the  system  is  specializing  in  caring 
for  the  AD  member,   it  is  cutting  itself  off  from  many  forms 
of  support  needed  to  provide  that  care.     The  family  that 
builds  barriers  to  communication  between  its  members  and 
isolates  itself  from  the  outside  world  at  the  same  time  finds 
itself  in  a  very  precarious  position.     If  the  seclusion 
continues,   it  will  not  only  make  caring  for  the  AD  victim  • 
more  difficult,   it  will  become  an  even  greater  burden  for  the 
caregivers. 

Decreased  Communication 

Communication  has  been  defined  as  the  exchange  of 
meaningful  symbols,   including  words  and  gestures  (Locke, 
Sabagh,  &  Thomes,  1956) .     It  is  easy  to  see  that 
communication  may  be  compromised  in  families  caring  for 
chronically  ill  members,  particularly  if  the  presenting 
illness  has  decreased  memory  and  cognitive  function  as  one  of 
its  principal  symptoms.     If  family  members  have  decreased 
memory  and  cognitive  functioning,  there  will  be  less 
opportunity  to  effectively  exchange  symbols.     .  • 


In  addition,   Steinglass  and  Horan   (1988)   reported  noting 
that  many  families  avoid  discussing  certain  topics  for  fear 
of  "hurting"  another  family  member.     They  often  feel  they 
must  "protect"    certain  persons,  particularly  those  identified 
as  weak  or  ill.     This  process  of  protecting  others  by 
avoiding  certain  topics  of  conversation  often  increases  the 
lack  of  understanding  of  each  family  member's  experience  by 
other  members  of  the  family. 

Communication  deficits  occur  between  the  family  and  its 
environment  as  well  as  within  the  family.     As  the  family's 
environment  shifts,  the  family  often  feels  the  need  to  shift 
with  it.     Communication  is  the  key  to  the  family's  ability  to 
respond  to  the  demands  of  the  illness.     The  family  members 
must  be  able  to  communicate  their  needs,  hopes,   fears,  and ♦ 
frustrations  to  each  other  and  other  persons  in  their  social 
environment  in  order  to  effectively  adapt  to  the  changing 
world  they  are  experiencing. 

As  family  members  become  more  introspective  and 
internally  organized,  they  tend  to  develop  less  permeable 
boundaries  between  themselves  and  the  outside  environment  and 
to  increase  their  dependency  on  each  other.     This  can  result, 
eventually,   in  family  members  decreasing  their  communication 
with  the  outside  world  and  developing  an  increased  sense  of 
social  isolation  (Doherty  &  Baird,   1987;  Minuchin,  Rossman,  & 
Baker,    1978;   Sargent,  1983b). 

Confirming  the  costs  of  these  patterns,  researchers 
indicate  that  AD  victims  and  family  members  who  demonstrate 
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open  avenues  of  communication  and  work  collaboratively  with 
each  other,   reported  lowered  stress  levels  than  families  not 
possessing  such  skills   (Minuchin,   Rossman,   &  Baker,  1978; 
Steidl,   1989;  Steinglass  &  Horan,   1988;  Vitaliano,  Maiuro, 
Ochs,  &  Russo,   1989) . 
Social  Support:  Resource  Utilization 

Social  support,   in  its  many  forms,   is  often  viewed  as 
one  of  the  primary  buffers  or  mediators  between  stress  and 
health  breakdown  (Feuerstein,  Labbe,  &  Kuczmierczyk,  1986; 
Patterson,   1989) .     Social  support  may  be  conceptualized  as 
individual  and  personal  in  nature,   or  as  community-based 
support.     Individual  supports  can  consist  of  emotional 
support,   information,  or  tangible  aid.     Community -based 
resources  include  those  characteristics,   competencies,  and • 
means  provided  by  persons,  groups,  and  institutions  outside 
the  family  that  may  be  utilized  to  meet  the  current  demands 
being  experienced  by  the  family.     In  order  for  the  family  to 
adapt  to  the  illness  appropriately,   it  must  acquire  knowledge 
of  and  access  to  many  resources  not  previously  needed.  For 
example,  research  has  demonstrated  that  seeking  outside 
assistance  is  one  of  the  most  frequently  utilized  coping 
mechanisms  of  families  dealing  successfully  with  chronic 
illnesses   (Stetz,  Frances,  Lewis,  &  Primomo,   1986) .  Many 
caregiving  families  become,  actively  or  passively,  separated 
from  friends,   families,  and  organizations  which  have  provided 
support  in  the  past  (Gwyther,   1990;  Kiecolt-Glasser  et  al.. 
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1987).  This  isolation,  for  whatever  cause,  is  detrimental  to 
the  well  being  of  the  AD  family. 

Theoretical  Framework 
While  attention  has  been  focused  on  the  effects  suffered 
by  families  caring  for  a  chronically  ill  member  (Litman, 
1974;   Patterson  &  McCubbin,   1983;  Rolland,   1983),  including 
AD  patients   (Brody,   1989;  Daniels  &  Irwin,   1989;  Mace  & 
Rabins,   1991;  Poulshock  &  Deimling,   1984)  ,  much  of  this 
attention  has  addressed  the  acute  and  terminal  phases  of  the 
illness,  neglecting  the  chronic  phase   (Gonzalez,  Steinglass, 
&  Reiss,   1989).     Studies,  as  well  as  interventions  designed 
to  help  families  cope  with  chronic  illnesses,  have  been 
oriented  primarily  around  disseminating  information  designed 
to  help  the  families  understand  the  illness.     These  efforts 
have  not  directly  addressed  the  families'  burdens  associated 
with  the  chronicity  of  the  illness,  which  often  is  the  truly 
debilitating  factor  in  caring  for  AD  victims.     These  studies 
have  often  failed  to  look  systematically  at  the  complexly 
interactive  impact  of  the  illness  on  the  total  family 
membership.     To  understand  the  person,  one  must  see  that 
person  in  the  context  of  their  subjective  world  (Belgopal  & 
Vassil,   1983;  Williamson.  1985). 

A  framework  that  links  the  interactional  experience  of 
the  Alzheimer's  patient  and  the  primary  caregiver  within  the 
broader  interactional  patterns  of  family  life  is  that  of 
family  systems  theory.     General  systems  theories  describe 
events,  not  in  traditional  linear  fashion,   i.e.,  A  -->  B,  but 


in  cyclical  fashion,   i.e.,  A  <-->  B  (Nichols,   1984;  Sargent, 
1983a,   1983b).     Using  this  theory,   A  affects  B  and  is 
simultaneously  (and  sequentially)  affected  by  B.     This  means 
that  the  illness  will  be  affecting  the  individual  victim 
while  the  victim  affects  the  illness  process  at  the  same 
time.     The  family  is  included  in  the  process,  yielding  a 
mutually  interactive  event  by  which  the  illness  affects  and 
is  affected  by  each  member  and  each  group  of  members  in  the 
family  (Sargent,   1983a,   1983b;  Steidl,  Finkelstein,  Wexler, 
Feigenbaum,  Kitsen,  Klinger,   &  Quinlan,   1989) .     These  systems 
are  subsystems  in  a  larger  context  of  communities   (social,  ' 
economic,  medical,  religious,  welfare,   etc.)  which  continue 
to  act  on  and  be  acted  on  by  each  other   (Nichols,  1984; 
Satir,   Stachowiak,  &  Taschman,   1983).     These  interactions  * 
work  together  to  promote  clearly  identifiable  and  predictable 
behavior  patterns. 

Some  researchers  look  at  illness  symptoms  as  being  due 
partially,  or  entirely,  to  systems  factors  (Kessler  &  Bloch, 
1989).     Other  theorists,  like  Donald  Bakal   (1979)  argue  that 
understanding  psychosocial  and  biochemical  variables  is 
necessary  in  order  to  explain  the  illness  process.  Bakal 
proposes  that  individuals  inherit  a  predisposition  to  develop 
a  specific  disorder.     This  physiological  predisposition,  when 
coupled  with  the  appropriate  psychosocial  stimuli,  allow  for 
major  precursors  of  disease,  or  disease  entities  to  flourish. 
The  significance  of  these  theories  is  paramount  when  looking 
at  treatment  programs  targeting  chronic  illnesses.  When 
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direct  treatment  is  unavailable,   treatment  of  the 
psychosocial  components,   the  environment,   becomes  the 
treatment  of  choice. 

Numerous  factors  are  assumed  to  influence  the  coping  and 
adaptation  process,   including  factors  related  to  the  family's 
prior  style  of  interaction  and  organization  (Doherty  &  Baird, 
1983;  Gwyther  &  Blazer,   1984;  Sawa,   1985),   the  stage  of 
family  development  in  which  the  family  is  engaged  with  its 
concomitant  demands  and  expectations  for  adaptation  (Carter  & 
McGoldrick,   1980;  Walsh,   1982),  and  the  particular  demands  ' 
for  adaptation  to  the  illness  as  it  progresses   (Pruchno  & 
Resch,   1989b;  Holland,   1984;  Stetz,   Frances,  Lewis,  & 
Primomo,   1986) . 
Implications 

As  the  natural  family  growth  process  collides  with  the 
developing  chronic  illness,   family  life  changes  and  the 
ability  to  cope  with  the  new  demands  may  be  compromised 
(Gonzalez  &  Kramer,   1986;  Herz,   1980;  Sargent,  1983b; 
Steinglass  &  Horan,   1988) .     The  overall  configuration  of  the  • 
family  will  be  affected  (Beavers,   1989;  Holland,  1987)  as  the 
family  attempts  to  configure  itself  to  the  medical  and  social 
pressures  exerted  by  the  illness.     The  family's  developmental 
tasks  are  thwarted  by  the  onset  of  a  chronic  dementing 
illness  such  as  AD.     The  caregiver's  roles  do  not  progress 
according  to  "the  plan."     He  or  she  now  spends  most  of  their 
time  taking  care  of  a  spouse,  parent,  or  sibling  who  is 
increasingly  less  capable  of  self -care  on  a  daily  basis. 


Social  functioning  is  severely  curtailed;   functioning  as  a 
couple  becomes  more  nearly  impossible.     Caring  for  an  AD 
victim  is  a  full-time  job.     As  the  illness  progresses,  the 
caregiver  will  be  faced  with  more  demands  requiring 
adaptation  to  roles  not  planned  for  and  often  poorly 
understood. 

With  the  changes  in  environmental  demands,  comes  the 
associated  demand  for  changes  in  the  family's  coping 
mechanisms,  particularly  in  the  areas  of  self -care,  avoiding 
isolating  oneself,  communication,  and  use  of  available 
resources.     Adapting  to  the  ever  increasing  and  ever  changing 
demands  requires  a  significant  degree  of  flexibility  on  the 
part  of  the  caregiving  family.     The  family's  ability  to  cope 
with  new  stresses  and  demands  is  not  inherently  available,  , 
nor  is  it  created  in  a  short  period  of  time.     It  can, 
however,   improve  with  time   (McCubbin,  Larsen,  &  Olson,  1982). 

The  key  needs  of  families  confronting  this  situation 
involve  their  improved  ability  to  respond  to  the  situational 
demands  as  they  change  around  the  families.     Family  members 
need  to  be  able  to  understand  the  burden  imposed  in  caring 
for  a  chronically  ill  family  member.    They  need  to  start 
recognizing  the  process  whereby  their  personal  needs  are 
subordinated  to  the  needs  of  the  illness  and  become  more 
aware  of  the  physical  and  emotional  ramifications  they  are 
experiencing  as  a  result  of  that  subordination  of  needs. 
Family  members  also  need  to  start  to  become  aware  of  the 
incipient  isolationism  that  accompanies  the  caregiving 
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process  at  both  familial  and  community  levels  and  initiate  an 
increased  level  of  effort  to  combat  the  isolation  by 
improving  avenues  of  communication.     Family  members  also  need 
to  improve  their  coping  skills  and  resource  utilization  in 
order  to  enhance  their  responses  to  the  illness'  demands. 
Current  Intervention  Efforts 

These  needs  of  families  dealing  with  an  Alzheimer's 
diseased  member  are  currently  being  met  with  varying  degrees 
of  success  by  different  interventions.     Most  interventions 
designed  to  interact  with  the  chronically  ill  are  medically 
based  and  educationally  oriented  (Gwyther,   1990;  Gwyther  & 
Blazer,   1984;   Smith,   1990) .     The  primary  care  medical  team  is 
usually  the  first  source  of  informational  help  and  can  be 
very  instrumental  in  getting  the  family  started  off  in  the  , 
appropriate  direction  for  treatment.     The  medical  team  will 
have  connections  with  and  make  referrals  to  private  and 
hospital-based  informational  systems  which  will  provide  the 
family  with  technical  knowledge  associated  with  the  illness. 
Unfortunately,  that  is  often  the  extent  of  the  medical  team's 
referral  process.     The  traditional  method  of  physicians  and 
medically  oriented  treatment  facilities  is  to  provide 
technical  data  and  expect  the  emotional  needs  to  be  satisfied 
elsewhere   (Gonyea,  1989). 

Groups  have  been  utilized  as  a  mechanism  to  provide  the 
necessary  information  in  a  more  efficient  manner  than  by 
individual  or  familial ly  oriented  endeavors.     These  groups 
may  be  professionally  led,  or  of  a  self-help  variety  (Zarit, 


Orr,   &  Zarit,   1985) ,  but,   like  one-on-one  patient  education 
endeavors,   they  still  restrict  themselves  primarily  to 
information  distribution,  with  little  or  no  regard  for  the 
emotional  needs  of  the  recipients. 

Support  groups  have  been  used  effectively,  although  they 
have  traditionally  focused  on  information  and  peer  support. 
This  support  has  often  been  at  the  expense  of  the  caregivers' 
emotional  needs  and  little  has  been  directed  at  helping  the 
families  understand  their  emotional  responses  and  develop 
coping  mechanisms  to  deal  with  the  effect  of  the  illness  on 
the  family  system  (Gonyea,   1989).     Gonyea  (1989)  supports  the 
concept  of  interventions  conducted  in  a  group  format  with 
professional  guidance  where  families  meet  to  provide  mutual 
support  and  to  share  experiences  and  information.  Recently, 
multiple  family  group  formats  have  been  developed  and 
utilized  to  address  the  needs  of  chronically  ill  family 
members . 

Multiple  Family  Group  Therapy 

Multiple  Family  Group  Therapy  (MFGT)  and  Multiple  Family 
Therapy  (MFT)  are  terms  that  appear  to  be  used 
interchangeably  throughout  the  literature.     The  terms,  MFGT 
and  MFT,  are  defined  as  "a  fusion  of  group  and  family 
techniques"   (p.   12)  which  are  used  very  effectively  in  many 
settings   (Norgard,   1989).     Articles  describe  psychological 
interventions  with  families  as  early  as  the  1930s  and  1940s 
(Satir,  Stachowiak,  &  Taschman,   1983)  when  a  researcher,  W. 
Ross,  hospitalized  mental  health  patients  and  their  relatives 
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(Strelnick,   1977).     References  to  H.  Peter  Laqueur  and 
colleagues'  work  of  the  1950s  and  1960s  appear  to  be  the 
earliest  documented  references  to  what  is  commonly  referred 
to  as  multiple  family  therapy  (Benningf ield,   1978;  Frager, 
1978;  Laqueur,   1976;   Papp,   1976;   Strelnick,   1977).  Laqueur 
is  referred  to  by  Papp  as  the  "pioneer  in  multiple  family 
therapy"  and  is  generally  considered  to  be  the  earliest 
therapist  involved  in  working  with  multiple  families  in  one 
setting   (O'Shea  &  Phelps,   1985;   Strelnick,   1977).  Murray 
Bowen  is  regularly  cited  as  a  pioneer  in  the  use  of  multiple 
family  therapy  (Bowen,   1976;  Guerin,  1976;  Papp,   1976)  who 
used  the  multiple  family  setting  as  an  educational 
opportunity  for  families  to  learn  about  themselves.  He 
referred  to  early  meetings  as  "multiple  family  therapeutic  , 
milieu  network  therapy"    (Bowen,   1978) . 
Goals  of  multiple  family  therapy 

Laqueur  (197  6)   cited  goals  of  multiple  family  therapy 
(MFT)  as  improving  communication  between  all  members  of  the 
family   (Benningf ield,   1978;   Frager,   1975;  Laqueur,  1976; 
Papp,   1976;  Strelnick,   1977).     He  suggested  that  MFT  provides 
the  opportunity  for  participants  to  attempt  to  address  their 
own  individualization,   self -differentiation,  and  independence 
in  a  group  setting.     The  MFT  clients  experience  new 
interpersonal  relationships  with  other  than  their  own 
families;  these  family /parent  surrogates  are  less  threatening 
to  them  than  their  primary  family  members  are.     In  addition 
to  the  expediency  of  treatment  as  seen  in  behavior  change. 
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Laqueur   (1976)   found  working  with  multiple  families  to  be  a 
more  efficient  use  of  personnel  and  time.     Bowen  (1976) 
described  a  type  of  multiple  family  therapy  which  was 
primarily  educative.     His  approach  was  to  work  with  one 
family  at  a  time  while  others  observed.     Whitaker  (as  cited 
in  Napier  &  Whitaker,   1978)  and  Kaufman  and  Kaufman  (1977) 
were  interested  in  the  concept  of  the  system  in  its  entirety 
and  the  family's  increased  awareness  of  the  mutual 
interdependence  of  the  individuals  in  those  systems. 

Goals  of  multiple  family  therapy  are  varied,  yet  closely 
related.     They  include  teaching  families  about  their  own 
family  systems   (Bowen,   1976,   1978),   improved  functioning, 
problem-solving,   increased  insight  and  communication 
(Laqueur,   1976;   Slagerman  &  Yager,   1989),  system 
interrelationships   (Papp,   1973),  and  reestablishment  of 
appropriate  boundaries  (Kosten,  Hogan,  Jalali,  &  Steidl, 
1986;  Minuchin,   1974;  Minuchin,  Rossman,  &  Baker,  1978). 
O'Shea  and  Phelps   (1985)  have  summarized  the  goals  of 
multiple  family  therapy  to  include  enhanced  communication, 
improved  individuation,  reduced  social  isolation,  reduced 
alienation,  and  enhanced  capacity  to  develop  autonomous  and 
satisfying  relationships  between  family  members. 
Multiple  family  groups  in  medical  settings 

Groups  have  been  regularly  used  in  medical  settings  in 
an  effort  to  help  physically  ill  patients  and  families  cope 
with  disabilities  for  many  years.     Educational  and 
psychoeducational  groups  have  been  employed  in  the  treatment 
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of  various  illnesses   (Gonzalez,  Steinglass,  &  Reiss,  1989), 
alcohol  and  drug  abuse  (Anton  et  al.,   1981;  Kaufman  & 
Kaufman,   1977;  Kosten  et  al . ,   1986),   sexual  abuse  (Rencken, 
1989),   anorexia  nervosa  (Slagerman  &  Yager,   1989)   and  bulimia 
(Wooley  &  Lewis,  1987). 

Need  For  the  Studv 

It  has  become  increasingly  clear  that  AD  families  can 
profit  from  developing  particular  skills  and  knowledge  which 
can  make  the  task  of  caring  for  their  family  member  less 
destructive  to  the  family's  health.     These  skills  and 
knowledge  include  (a)  developing  an  awareness  of  the 
increased  sense  of  isolation  among  family  members  and  members 
of  the  community,    (b)  developing  an  awareness  of  the 
insidious  process  associated  with  the  development  of  AD  and 
the  associated  burden  experienced  by  family  caregivers  due  to 
subordination  of  their  own  needs,    (c)   increasing  family 
members'  motivation  and  ability  to  use  communication  skills 
in  an  effort  to  resolve  this  isolation,  and  (d)  increasing 
family  members'  awareness  of  and  ability  to  utilize  intra- 
familial  and  extra-familial  social  support  resources. 

One  way  this  can  be  accomplished  is  by  developing 
interventions  in  which  families  meet  in  a  multi- family  group 
context  and  participate  in  a  structured  experiential  process 
which  allows  them  to  start  to  recognize  their  current 
situation  more  clearly  and  to  learn  new  methods  of 
eliminating  some  of  the  stressful  demands  they  may 
experience.     By  using  a  structured  program  as  a  vehicle,  each 
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family  member  can  become  a  teacher  and  healer  for  the  others 
(Alger,   1976;  Saunders,   1991).     The  content  of  the 
information  presented  provides  the  opportunity  for  the  group 
process  to  work  and  helps  reverse  the  detrimental  effects  of 
the  illness. 

In  addition  to  developing  and  conducting  such  programs, 
there  is  a  real  need  to  evaluate  the  intervention's  relative 
success  in  acheiving  these  intended  outcomes.  More 
specifically,  as  a  result  of  participating  in  this 
intervention,   should  family  members  demonstrate  changes  in 
terms  of   (a)   recognizing  the  seriousness  of  the  insidious 
growth  of  their  isolation  from  family,   friends,  and  community 
and  reverse  the  direction  of  that. movement ,    (b)  recognizing 
that  their  sense  of  increased  burden  is  compounded  by  caring 
for  the  chronically  ill  family  member  and  personal  needs  are 
denied,    (c)   increasing  their  ability  and  willingness  to 
communicate  more  effectively  and  frequently  with  their 
families  and  community,  or  (d)  utilizing  community  support 
systems  to  a  fuller  extent? 

In  conclusion,  although  there  is  a  growing  awareness  of 
the  needs  and  stresses  experienced  by  families  dealing  with 
chronic  illnesses  such  as  Alzheimer's  disease,   there  are 
remarkably  few  interventions  developed  which  focus  on  helping 
family  members  cope  more  effectively  with  the  pressures  and 
stresses  of  this  life  situation.     Moreover,  those 
interventions  which  have  been  developed  have  not  been 
subjected  to  rigorous  evaluation.     Because  such  families 


appear  to  experience  an  increased  level  of  social  isolation, 
sense  of  burden,   subordination  of  personal  needs,  and 
decreased  utilization  of  social  support  systems,   there  is  a 
need  to  develop  and  evaluate  family  focused  interventions 
targeted  at  modifying  these  conditions. 

Purpose 

The  purpose  of  this  study  was  twofold.     First,  a 
psychoeducational  intervention  was  developed  for  the  families 
of  Alzheimer's  disease  patients  which  was  designed  to  assist 
them  in  coping  with  the  stresses  associated  with  caring  for 
their  ill  family  member.     Second,   the  impact  of  this 
intervention  was  assessed  by  examining  four  areas  of 
potential  change  in  the  participants  prior  to  and  following 
completion  of  the  intervention.     These  four  areas  of 
potential  impact  were  (a)  the  degree  of  perceived  isolation, 
(b)  perceptions  regarding  the  nature  of  the  caregiving 
burden,    (c)   the  levels  of  family  communication,  and  (d)  the 
relative  utilization  by  family  members  of  various  internal 
and  external  coping  resources.  ■  '■  ■ 

Research  Questions  .  '  ; 

In  this  study,   the  following  research  questions  were 
addressed: 

1.     As  compared  to  a  control  group,   do  participants 
report  a  change  in  their  sense  of  isolation  from  and/or 
involvement  with  others  (family  members  and/or  acquaintances 
in  the  community)   from  pre-  to  posttesting? 
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2.  As  compared  to  a  control  group,   are  there  changes  in 
participants'  attitudes/perceptions  regarding  the  nature  of 
their  individual  caregiving  burden  from  pre-  to  posttesting? 

3.  As  compared  to  a  control  group,  do  participants 
report  a  change  in  their  sensitivity  to  and/or  willingness  to 
communicate  with  other  family  members  from  pre-  to 
posttesting? 

4.  As  compared  to  a  control  group,  do  participants 
report  a  change  in  their  perceptions  of  family  coping 
resource  utilization  from  pre-  to  posttesting? 

Importance  of  the  Study 
The  importance  of  this  study  rests  in  its  potential 
(a)   to  provide  a  mechanism  for  families  caring  for 
chronically  ill  family  members,  particularly  Alzheimer's 
disease,   to  function  more  efficiently  in  their  caregiving 
roles,    (b)   to  create  a  structured  intervention  available  for 
use  by  practitioners,  clinicians,  and  researchers,    (c)  to 
determine  the  impact  of  this  type  intervention  on  the 
identified  needs,  and  (d)  to  provide  an  arena  for  future 
investigation  of  variables  addressed  in  this  study. 

Definition  of  Terms 
The  following  terms  are  used  throughout  this  study. 
Caregiver  burden  refers  to  specific  changes  in  the 
caregiver's  day-to-day  lives  which  result  in  the  disruption 
of  daily  routines   (Poulshock  &  Deimling,   1984).  Specific 
changes  are  in  the  areas  of  social,   financial,  physical,  and 
emotional  dys functioning  (Gwyther  &  George,  1986). 
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Careaiving  family  members  are  those  family  members 
related  to  the  identified  patient  by  blood,  marriage,  or 
living  arrangements.  •»      ;  ^- 

Multiple  family  group  therapy  is  a  deliberate,  planful, 
psychosocial  intervention  with  two  or  more  families  present 
in  the  same  room  with  a  trained  therapist   (Cassano,  1989). 

The  primary  caregiver  is  the  individual  who  accepts  the 
overall  responsibility  for  the  well-being  of  an  afflicted 
family  member  (Horne,   1985) .     This  person  bears  the  burden  of 
the  physical,  emotional,  and  financial  demands  of  the 
illness;  usually  the  victim's  spouse  or  an  uncommitted  adult 
female  child  (Baldwin,   1988;  Brawdy  &  Viss,   1988;  Brody, 
1989;  Chenoweth  &  Spencer,  1986;  Fitting,  Rabins,  Lucas,  & 
Eastham,   1986;  Given,  Collins,  &  Given,   1988;  Gwyther  & 
Blazer,   1984;  Kiecolt-Glasser ,  Glaser,  Shuttleworth, 
Elk-Dyer,  Ogrocki,  &  Speicher,  1987;  Light  &  Lebowitz,  1989; 
Pruchno  &  Resch,   1989a;  Shanas,  1979). 

Subordination  of  neecj^s  refers  to  the  tendency  of  the 
primary  caregiver  to  minimize  the  importance  of  their  own 
personal  needs  in  order  to  provide  care  for  the  identified  v 
patient   (Cole,  Griffin,  &  Ruiz,  1986). 

Organization  of  the  Study 

The  remainder  of  the  study  is  presented  in  four 
chapters.     In  Chapter  2,  the  related  literature  is  reviewed 
and  analyzed.     This  is  followed  by  a  discussion  of  the 
methodology  in  Chapter  3,  which  includes  a  statement  of 
purpose,  descriptions  of  the  research  design,  criterion 


25 

variables,  population,   sampling  procedures,  instrumentation, 
treatment  procedures,   research  procedures,  and  method  of  data 
analysis.     Chapter  4  presents  the  results  of  the  study. 
Chapter  5  includes  a  discussion  of  the  results,  limitations 
of  the  study,  and  recommendations  for  further  research. 


4 


CHAPTER  2 
REVIEW  OF  THE  LITERATURE 

Chapter  2  consists  of  a  summary  and  analysis  of  relevant 
literature.     Literature  on  the  following  seven  areas  is 
reviewed:      (a)  the  nature  and  scope  of  Alzheimer's  disease, 

(b)  the  theoretical  framework  for  the  proposed  intervention, 

(c)  the  effects  of  caregiving  on  family  members  and  the 
family's  adaptation  to  the  caregiving  demands,    (d)  factors 
affecting  family  coping  and  adaptation,    (e)  current 
interventions  with  caregiving  family  members,    (f)  multiple 
family  group  therapy,  and  (g)  outcome  assessment  instruments. 
The  chapter  concludes  with  a  summary  of  the  implications 
derived  from  this  review  of  literature. 

Alzheimer's  Disease  -  ,  • 

Alzheimer's  disease  (AD)   is  a  devastating  brain  disorder 
characterized  by  cognitive  impairment,  problem  behaviors, 
psychiatric  states,  and  psychosocial  consequences  (Billig, 
1988;  Chenoweth  &  Spencer,   1986;  Coons,   1988;  Coons  &  ' 
Weaverdyck,   1986;  Hughes,  Berg,  Danziger,  Coben,  &  Martin, 
1982;  Katzman,   1990;  Light  &  Lebowitz,   1989;  Mace  &  Rabins, 
1981;  Walsh,  Welch,  &  Larson,   1990;   Zarit  &  Orr,   1983).  The 
essential  feature  of  this  illness  is  the  insidious  onset  and 
progressive,  deteriorating  course  of  dementia  (APA,  1987; 
Billig,  1988). 
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The  symptoms  of  this  illness  were  first  isolated  and 
described  in  1906  by  Dr.  Alois  Alzheimer,   a  German 
psychiatrist  and  neuropathologist   (Alzheimer  families,  1990; 
Billig,   1988;  Davies,   1988;   Fisk,   1983;  Zarit  &  Orr,  1983). 
Dr.  Alzheimer's  original  patient  was  a  woman  who  died  at  56 
years  of  age  with  severe  dementia.     At  autopsy.   Dr.  Alzheimer 
noted  the  presence  of  neuritic  plaques  and  neurofibrillary 
tangles.     The  plaques  had  long  been  associated  with  aging  and 
dementia,  but  the  tangles  were  previously  undescribed  in 
medical  literature.     The  finding  of  these  characteristics 
together  led  to  the  identification  of  the  disease  as  a  new 
illness.     The  patient's  young  age  led  physicians  of  the  ^ 
period  to  think  of  AD  as  a  presenile  dementia.     Since  that 
time,   it  has  been  given  various  labels,   including  dementia,- 
senility,  and  presenile  dementia.     Regardless  of  the 
appellation,  it  still  presents  with  a  characteristic  set  of 
identifiers.     These  distinguishing  symptoms  include  cognitive 
impairment,  behavioral  disorders,  psychiatric  states,  and 
psychosocial  consequences. 
Cognitive  Impairments 

The  cognitive  dysfunctions  include  memory  deficits, 
intellectual  impairment,  poor  orientation,  poor  judgment,  and 
problem-solving  disabilities   (APA,   1987;  Crystal,  1988; 
Davies,   1988;  Horne,   1985;  Mace  &  Rabins,   1991).  Alzheimer's 
disease  victims  experience  memory  deficits  in  varying 
degrees.     The  hallmark  associated  with  memory  deficit  in  AD 
is  that  the  process  is  very  gradual  in  onset.  Everyone 
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experiences  periods  of  memory  difficulty;   the  AD  victim's 
memory  losses  are  insidiously  slow  and  progressive  (Crystal, 
1988;  Davies,   1988;  Hamsher,   1983).     Most  victims  are 
functional  and  very  capable  individuals  who  initially 
recognize  the  memory  impairment  and  go  to  great  lengths  to 
hide  it.     Confabulation,   list-making,   emotional  displays,  and 
facile  social  skills  are  all  normal  methods  of  covering  up 
for  memory  loss   (Mace  &  Rabins,   1991).     The  afflicted  person 
may  run  out  to  the  store,  or  go  for  a  walk  and  forget  where 
he  was  going  to  or  coming  from.     This  event  may  cause  a  minor 
crisis  in  the  family,  yet  be  disguised  by  the  victim's 
conjured  explanations.     Impaired  judgment  is  often  seen  in 
persons  making  poor  financial  decisions  or  suddenly  quitting 
jobs  and  relocating  to  other  neighborhoods  or  cities  for  no 
apparent  reasons .     These  moves  may  be  at  great  personal 
expense  and  involve  loss  of  income,   retirement  benefits,  or 
insurances,   in  addition  to  the  emotional  turmoil  associated 
with  the  family's  relocating. 

Intellectual  impairment  is  seen  in  a  person's  reduced 
ability  to  do  basic  mathematical  computations  or  problem- 
solving.     As  the  illness  progresses,  the  AD  victim  loses  not 
only  the  memory  of  learned  behaviors,  but  the  ability  to 
learn  new  behaviors  or  relearn  old  behaviors   (APA,  1987; 
Davies,   1988) .     Orientation  disorders  are  also  seen  with 
persons  losing  track  of  time  and  being  confused  regarding 
their  current  location.     One  of  the  more  difficult  aspects  of 
the  AD  victim's  loss  of  orientation  is  the  victim's  inability 


in  advanced  stages  of  the  illness 's  development  to  recognize 
close  family  members   (Mace  &  Rabins,  1991). 
Behavioral  Disorders 

Behavioral  disorders  often  include  wandering, 
explosiveness ,  agitation,  and  personal  care  deficits  (APA, 
1987;  Crystal,   1988;  Davies,   1988;  Horne,   1985;  Mace  & 
Rabins,   1991;  Roberts  &  Algase,   1988) .     Wandering  is  a  common 
and  serious  problem  that  makes  management  of  the  AD  victim 
difficult  in  any  setting.     It  may  be  the  result  of  anxiety 
and  agitation,  or  it  is  sometimes  the  result  of  the 
individual  getting  lost.     An  AD  victim  may  set  out  on  an 
errand  and  make  a  wrong  turn,  become  disoriented,  and  get 
completely  lost  trying  to  find  his  or  her  way  back  home. 
Some  wandering  appears  aimless,  while  other  examples  are 
apparently  goal-directed,  such  as  the  gentleman  who  kept 
leaving  the  day  care  center.     He  was  repeatedly  found  by  the 
police  hiking  down  the  highway  "going  to  Florida"   (Mace  & 
Rabins,   1991) .     Explosiveness  often  involves  violence  in 
families  which  never  experienced  violence  before.     Many  AD 
families  tell  heart-rending  stories  of  unprecedented  violence 
being  acted  out  by  the  afflicted  individual.  Losing, 
hoarding,  and  hiding  things  are  also  common  behaviors 
reported  by  caregivers  of  AD  victims,  along  with 
inappropriate  dressing  and  undressing,  repeated  questioning 
and  carrying  out  compulsive  behaviors.     The  individual  may 
"get  stuck"  in  some  behavior,   such  as  folding  and  refolding 
towels,  rummaging  through  drawers,  or  they  may  become 
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excessively  distracted.  ■  Some  people  wander  off  in  the  middle 
of  conversations,  or  eat  food  from  others'  plates. 
Psvchiatric  States 

The  psychiatric  state  most  often  seen  in  the  AD  victim 
is  depression,  which  may  be  accompanied  by  delusions  and 
hallucinations   (American  Psychiatric  Association,  1987; 
Crystal,   1988;  Davies,   1988;   Home,   1985;  Mace  &  Rabins, 
1991;  Zarit,  Orr,  &  Zarit,   1985).     Depressive  symptoms  such 
as  sleep  and  appetite  disorders  are  common.     In  addition,  the 
AD  victim  often  experiences  a  loss  of  energy  and  general 
sense  of  anhedonia.     Moreover,  many  AD  victims  experience  a 
gradually  increasing  level  of  paranoid  delusions.  For 
example,   the  family  may  be  accused  by  the  victim  of  not 
helping,  or  of  being  obstructive  to  the  individual's 
accomplishing  normal  tasks.     Alzheimer's  disease  victims 
misplace  items  and  often  accuse  family  members  of  stealing  or 
hiding  those  articles.     Colleagues  at  work  may  be  identified 
as  plotting  against  the  victim  or  neighbors  may  be  seen  as 
suspicious  and  potentially  harmful.     Hallucinations  may  occur 
in  which  the  demented  person  sees,  hears,   feels,  tastes,  or 
smells  things  that  are  not  real.     These  hallucinations  may  be 
terrifying,  as  in  seeing  a  strange  person  in  the  bedroom,  or 
amusing,   as  in  seeing  a  puppy  or  kitten  on  the  sofa.     The  AD 
victim's  responses  may  vary  from  laughter  to  rage,  while  the 
caregivers  can  be  confused,   frustrated,  or  frightened. 
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Psychosocial  Conseauencp.q 

Psychosocial  consequences  include  family  stress, 
reorganization  of  family  rules  and  roles,   and  the 
accumulation  of  personal,   community,  and  societal  financial 
costs   (Aronson,   1988;  Fisk,   1983;  Mace  &  Rabins,  1991; 
Patterson  &  McCubbin,   1983).     The  unaware  or  unsuspecting 
psychosocial  community  will  respond  with  a  start  when  the 
patient  looks  "normal"  and  apparently  feels  physically  well, 
yet  is  described  by  the  caregiving  family  as  being  totally 
unmanageable  at  times.     The  family  member  may  be  physically 
healthy  while  his  or  her  cognitive  functioning  is  seriously 
compromi  s  ed . 

Economic  costs  of  managing  this  illness  are  staggering. 
Research  (Burns  &  Buckwalter,   1988;  Fisk,   1983;  Gwyther, 
1988)  has  suggested  that  50%  to  60%  of  nursing  home  patients 
are  institutionalized  with  dementia.     Nursing  home  care  in 
1980  cost  in  excess  of  $20  billion.    Medicare  and  private 
insurances  pay  very  little  of  this  cost;  almost  half  of  the 
total  nursing  home  costs  are  absorbed  by  the  state  funded 
Medicaid  programs.     in  order  for  the  family  to  qualify  for 
Medicaid  coverage,  they  must  practically  impoverish 
themselves  in  order  to  be  considered  "medically  indigent" 
(Dubler  &  Strauss,   1988;  Gilfix,   1988;  Gwyther,   1988).  The 
cost  of  caring  for  a  demented  patient  at  home,   24  hours  a 
day,   is  incalculable. 
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Incidence  of  the  Illnes.q 

Since  the  illness  was  first  isolated  in  1906,  the 
reported  numbers  of  individuals  suffering  from  Alzheimer's 
disease  has  increased  significantly.     This  increase  has  been 
in  absolute  and  relative  numbers.     The  U.S.  population  aged 
65  and  older  has  increased  from  4.9%  of  the  general 
population  in  1950  to  a  projected  13%  in  2000   (AARP,  1989). 
The  relative  incidence  of  the  disease  among  this  population 
also  appears  to  be  mounting   (U.S.  Congress,  Office  of 
Technology  Assessment,   1990).     Various  estimates  suggest  1.3% 
to  15%  of  the  65-year-old  and  older  population  has  developed, 
or  is  subject  to  develop  the  illness  (Abraham  &  Neunderfer, 
1990;   Burns  &  Burkwalter,   1988;   Hall,   1980;   Hall,  1988; 
Davies,   1988;  Miller,   1990;  Mortimer,   1987;  Zarit  &  Orr, 
1983).     While  the  current  estimate  of  individuals  suffering 
from  severe  dementia  is  one  and  one  half  to  two  million 
people,   it  is  projected  that  by  the  year  2000,   two  and  a  half 
to  four  million  Americans  will  be  suffering  from  this  disease 
(Cole,  Griffin,   &  Ruiz,   1986;  Hall,   1988;  Light  &  Lebowitz, 
1989;  Walsh,  Welch,  &  Larson,   1990).     As  the  numbers  of 
elderly  increase  absolutely  and  relatively,  the  illness 's 
impact  will  be  increasingly  felt  by  our  society. 

Theoretical  Framework 
Stress  and  the  immune  System 

Much  has  been  written  relative  to  the  interrelatedness 
of  stress  and  the  immune  system  (Benson,   1975;  Cousins,  1979; 
Jacobson,   1934;  Kiecolt-Glasser  et  al..   1987;  Segal,  1988; 


Selye,   1946,   1974;  Simonton,   1984;  Simonton,  Mathews- 
Simonton,   &  Creighton,   1978) .     It  is  apparent  that  different 
individuals  and  different  families  have  different  ways  of 
coping  with  problems  and  different  ways  of  demonstrating 
their  own  stresses.     Stress  and  immune  system  research  has 
traditionally  been  based  on  an  individual  stress  and  coping 
model  which  has  failed  to  look  systematically  at  the  complex 
interactive  impact  of  the  total  family  membership.  More 
recently,   studies  have  begun  to  document  the  role  of  the 
family  in  the  success  or  failure  of  adaptation  of  the  patient 
to  the  illness   (Barber,   1988).     Positive  correlations  have 
been  found  between  family  cohesion,  expressiveness,  spousal 
support,  and  victim  morale  (Stuifber^en,   1987).  Researchers 
(Minuchin,   1974;   Patterson  &  McCubbin,   1983;  Steinglass  &  • 
Horan,   1988)  reference  work  with  psychosomatic  families  in 
which  enmeshment  and  overprotectiveness  were  reported  to  be 
significant  contributors  to  the  pathogenesis  of  family 
dysfunction  associated  with  physical  disorders. 

A  number  of  researchers  have  reported  that  families  who 
experienced  acute  periods  of  crises  were  four  times  more 
likely  to  develop  symptoms  associated  with  viral  infections 
than  those  not  involved  in  family  crises   (Litman,   1974;  Meyer 
&  Haggerty,   1962;  Steinglass  &  Horan,   1988).     In  this  study 
of  100  individuals  from  16  families,   throat  cultures  were 
taken  every  3  weeks  for  12  months.     Variables  observed  were 
sex,   history  of  repeated  infections,  personal  allergy 
history,  presence  or  absence  of  tonsils,  and  family  size. 
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None  of  these  variables  were  significantly  correlated  to  the 
existence  or  nonexistence  of  clinical  symptoms  of 
streptococcal  infection.     The  researchers  did  find  a 
relationship  between  the  existence  of  an  acute  family  crisis 
2  weeks  prior  to  the  onset  of  the  illnesses. 

The  classic  biomedical  model  calls  for  two  factors  to  be 
involved  in  illness  development:     (a)  an  infectious  agent  and 
(b)   inadequate  host  defense  mechanisms   (Henao  &  Grose,  1985). 
The  authors  of  this  study  suggest  the  adequacy  of  the 
individual's  defense  mechanisms  are  closely  tied  to  the 
family  environment.     The  study  went  on  to  demonstrate  that 
the  infectious  agents  were  clinically  present  in  the 
families'   cultures  much  more  frequently  than  symptoms  were 
observed,  suggesting  that  families  are  regularly  exposed  to 
infections,  yet  do  not  develop  the  illness  as  long  as  natural 
defense  mechanisms  are  adequate.     The  adequacy  of  those 
defenses  are  significantly  related  to  the  family  support 
system  and  environmental  stressors. 

Cohen,  Tyrrell,  and  Smith  (1991)   identified  the  body's 
responses  to  typical  upper  respiratory  infections  to  be 
positively  correlated  with  psychological  stresses  experienced 
by  those  persons.     In  this  study,  healthy  persons  were 
assessed  for  degree  of  stress  and  then  experimentally  exposed 
to  cold  viruses  and  placebo.     Volunteer  subjects   (N  =  420) 
were  examined,  exposed  to  the  viruses,  quarantined,  and 
monitored  daily  for  6  days.     The  association  between  stress 
and  the  development  of  biologically  verified  clinical  disease 
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was  examined.     An  objective  measure  of  stress  was  obtained  by 
using  the  List  of  Recent  Experiences  which  measures  subject 
reported  negative  events  occurring  during  the  previous  12 
months.     Subjective  perception  of  stress  was  obtained  using 
the  Perceived  Stress  Scale  which  measures  the  degree  to  which 
the  subjects  felt  their  lives  were  unpredictable, 
uncontrollable,   and  overwhelming.     The  results  indicated  that 
increased  psychological  stress  was  directly  correlated  with 
an  increased  risk  of  acute  infectious  respiratory  illness. 

Kiecolt-Glasser  et  al.    (1987)  have  conducted  extensive 
research  looking  at  the  relationship  between  chronic  stress 
and  immune  system  suppression,  demonstrating  that  caregivers 
of  the  chronically  ill  appear  to  be  more  physically 
distressed  than  nonstressed  matched  age  peers. 

The  underlying  principle  associated  with  these  studies 
is  that  while  infectious  agents  are  regularly  in  our  bodies, 
our  system's  natural  defenses  respond  to  the  noxious  agents 
by  destroying  them.     When  the  family  experiences  a  crisis, 
the  immune  system  and  its  infection  fighting  ability  is 
compromised  to  the  point  where  the  virus  can  overcome  the 
natural  infection  fighting  ability  of  the  body.     This  is  when 
symptoms  occur   (Cohen,   Tyrrell,   &  Smith,   1991) . 
Stress  Diathesis  Mnd^l 

Some  researchers  look  at  illness  symptoms  as  being  due 
partially,  or  entirely,  to  systems  factors  (Kessler  &  Bloch, 
1989).     Other  theorists,  like  Donald  Bakal   (1979)  argue  that 
understanding  psychosocial  and  biochemical  variables  is 
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necessary  in  order  to  explain  the  illness  process.  He 
proposes  that  individuals  inherit  a  predisposition  to  develop 
a  specific  disorder.     This  physiological  predisposition,  when 
coupled  with  the  appropriate  psychosocial  and  environmental 
insult,   allows  for  major  precursors  of  disease,   or  disease 
entities  to  flourish   (Figure  2.1). 
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Figure  2.1.   Schematic  of  the  diathesis-stress  model  of 

illness.     (From  Levi,   1974.   In  Gurrelson,  E.  K.  & 
K.  h:  Rahe  (Eds.),  Life  Stress  and  Illness, 
1974).     Courtesy  of  Charles  C.  Thomas. 
Publisher,   Springfield,  Illinois. 


The  significance  of  these  theories  is  paramount  when 
looking  at  treatment  programs  targeting  chronic  illnesses. 
When  direct  treatment  is  unavailable,  treatment  of  the 
psychosocial  components,  the  environment,  becomes  the 
treatment  of  choice. 
General  Systems  Theorv 

A  framework  that  links  the  experience  of  the  Alzheimer's 
patient  and  the  primary  caregiver  within  the  broader 
interactional  patterns  of  family  life  is  that  of  family 
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systems  theory.     General  systems  theories  describes  events, 
not  in  traditional  linear  fashion,    [A  -->  B] ,   but  in  cyclical 
fashion,    [A  <-->  B]    (Bloch,   1984;  Litman,   1974;  Sargent, 
1983a) .     Using  this  theory,  A  affects  B  and  is  simultaneously 
(and  sequentially)  affected  by  B.     This  means  that  the 
illness  will  be  affecting  the  individual  victim  while  the 
victim  affects  the  illness  process  at  the  same  time.  The 
family  is  included  in  the  process,  yielding  a  mutually 
interactive  event  by  which  the  illness  affects  and  is 
affected  by  each  member  and  each  group  of  members  in  the 
family   (Sargent,   1983a;  Satir,  Stachowiak,  &  Taschman,  1983; 
Steidl  et  al.,   1989).     These  systems  are  subsystems  in  a 
larger  context  of  communities   (social,   economic,  medical, 
religious,  welfare,  etc.)  which  continue  to  act  on  and  be  • 
acted  on  by  each  other.     These  interactions  work  together  to 
promote  clearly  identifiable  and  predictable  behavior 
patterns. 

Family  therapists  view  "normal"  families  as  being  very 
flexible.     No  family  is  without  complaints  and  no  family 
exists  asymptomatically.     They  are  able  to  cope  with  problems 
as  they  arise  in  an  effective,   functional  manner.  As 
different  problems  arise,  different  problem-solving 
approaches  must  be  utilized.     The  more  functional  (and 
apparently  "normal")   family  will  have  a  greater  repertoire  of 
problem-solving  behaviors.     The  less  flexible  the  response 
behaviors  and  more  limited  the  alternatives  for  problem- 
solving,   the  more  restricted  the  family's  functioning 
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becomes.     As  the  family's  functioning  becomes  more 
restricted,   its  succeptability  to  succumbing  to  unexpected 
events  increases   (Beavers,   Hampson,   &  Hulgus,   1985;  Patterson 
Sc  McCubbin,   1983)  . 

If  response  flexibility  and  options  in  behavior  are 
equated  to  health  and  "normality"  in  family  functioning,  how 
are  they  developed?    Strategic  family  therapists, 
particularly  the  Palo  Alto  and  Milan  groups  believe  that  each 
family  must  define  what  is  normal  or  healthy  for  itself 
(Walsh,   1982).     The  role  of  the  therapist  is  to  initiate 
change  which  will  allow  the  family  to  get   "unstuck"  from 
habituated  interactional  patterns  that  maintain  dysfunctional 
symptoms.     The  therapist,   functioning  as  a  catalyst,  provides 
a  setting  in  which  the  family  can  safely  learn  of  new 
interactional  patterns  and  experiment  with  them  safely.  The 
safe  setting  (context)  of  the  group  is  the  critical 
ingredient  which  defines  the  nature  of  the  relationship.  The 
factual  information  (content)   is  the  vehicle  to  legitimate 
the  contextual  shift.  -    '  ^ 

Haley  (1980)  expanded  the  strategic  views  by 
incorporating  a  communicational  orientation  with  Minuchin's 
structural  principles  and  viewing  the  family  in  the  context 
of  its  current  stage  in  the  life  cycle.     Haley  suggests  that 
families  have  stages  to  negotiate,   just  as  Freud  and  Erikson 
identified  individual  stages  of  development.     The  families 
can  become  "stuck"  in  stages  and  prevent  themselves  from 
moving  to  more  appropriate  levels.     Using  this  theory,  the 
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therapist's  task  is  to  help  the  family  get  "unstuck"  and 
moving  through  the  appropriate  stage  of  development. 

Homeostasis  is  that  tendency  for  a  family  to  maintain 
its  equilibrium  as  it  functions  in  daily  life  patterns.  That 
equilibrium  is  severely  disrupted  when  a  family  member  is 
diagnosed  with  AD.     The  disruption  reverberates  throughout 
the  family  in  all  directions  as  shock  waves  bounce  off 
nuclear  and  extended  family  members   (Doherty  &  Baird,  1983, 
1987;  Gwyther  &  Blazer,   1984;  Litman,   1974;  Sawa,  1985). 
Many  psychosocial  principles  have  physical  science 
corollaries,    (i.e.,   family  homeostasis  is  comparable  to 
physical  science's  inertia).     Family  systems   (an  object  in 
motion)  will  tend  to  continue  functioning   (moving)   in  a 
pattern  (direction)  until  another  force  acts  on  it  to  alter 
or  impede  that  behavior  pattern  (direction  and  speed  of 
movement).     Families  will  tend  to  continue  functioning  in  a 
pattern  even  if  that  behavior  has  become  dysfunctional  as  the 
result  of  a  changing  environment.     The  family  experiences  a 
case  of  "behavioral  rigidif ication"  in  which  the  behavior 
patterns  become  set  and  more  inflexible.     In  this  case,  the 
changing  environment  is  the  illness  that  does  not  resolve. 
Behavioral  patterns  that  were  previously  successful  are  no 
longer  working,  but  the  family,   following  homeostatic 
principles,  continues,  unsuccessfully,   to  use  old  behaviors 
to  solve  new  problems.     The  family  must  be  able  to  recognize 
the  changing  environment  and  adapt  their  behavior  accordingly 
(Patterson  &  McCubbin,  1983). 
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Similarly,  when  a  rock  is  dropped  in  a  pool  of  water, 
the  shock  waves  expand  in  all  directions  hitting  objects  and 
then  rebounding  to  the  center.     The  shock  waves  of 
information  travel  outward  from  the  diagnosed  victim  to 
family  members  and  return  to  "re-effect"  the  patient  as  well 
as  the  other  family  members. 

Effect  of  Carqiving  on  Family  Members 
Early  research  efforts  examined  only  the  relationships 
between  the  ill  family  member  and  the  one  family  member  who 
served  in  the  role  of  primary  caregiver.     The  literature  has 
usually  identified  the  primary  caregiver  as  the  AD  victim's 
spouse  and,  secondarily,  as  an  uncommitted  adult  female  child 
(Baldwin,   1988;  Barber,   1988;  Brawdy  &  Viss,   1988;  Brody, 
1989;  Chenoweth  &  Spencer,   1986;   Fitting  et  al.,   1986;  Given, 
Collins,  &  Given,   1988;  Gwyther  &  Blazer,   1984;  Kiecolt- 
Glasser  et  al.,   1987;  Light  &  Lebowitz,   1989;  Pruchno  & 
Resch,   1989a;  Shanas,   1979).     The  primary  caregiver  is  the 
individual  who  accepts  the  overall  responsibility  for  the 
well-being  of  an  afflicted  family  member   (Horne,   1985).  It 
is  this  person  who  bears  the  burden  of  the  physical, 
emotional,  and  financial  demands  of  the  victim  of  Alzheimer's 
disease.     it  is  this  primary  caregiver  who  also  is  the  target 
of  stressors  in  many  different  forms,   at  times  resulting  in 
the  caregiver's  compromised  health  (Given,  Collins,  &  Given, 
1988;  Mace,   1985;  Neundorfer,   1991;  Zarit  &  Orr,  1983). 

Quayhagen  and  Quayhagen  (1988)  studied  58  families 
experiencing  the  stress  of  caring  for  an  Alzheimer  family 
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member  in  the  home  and  found  that  spouses  and  daughters  were 
most  directly  affected  by  the  caregiving  process   (Schuiz  et 
al.,   1989).     As  the  demands  of  the  illness  continue,  the 
caregivers  may  develop  symptoms  associated  with  the  "keeper 
syndrome"  identified  by  Doherty  and  Baird   (1987).  Somatic 
stress  responses  such  as  headaches,  musculoskeletal 
complaints,  accidents,  depression,   and  anxiety  may  become 
evident  in  the  caregiver's  behavior.     Once  the  caregiver's 
functioning  is  compromised,   the  ailing  family  member  is  at 
much  greater  risk  of  being  institutionalized.  Thus, 
researchers   (Gwyther  &  George,   1986;  Neundorfer;   1991;  Zarit, 
Orr,   &  Zarit,   1985;   Zarit,   Reever,   &  Bach-Peterson,  1980) 
have  gone  so  far  as  to  suggest  that  the  dysfunctionality  of  , 
the  care  provided  AD  victims  is  better  predicted  by  the 
characteristics  of  the  caregivers  and  the  caregiving  context 
than  by  the  illness  characteristics  of  the  demented  older 
adult.     This  is  to  suggest  that  the  level  of  care  received  by 
the  AD  victim  is  not  necessarily  dependent  upon  the  degree  of 
illness  as  seen  in  the  victim,  but  the  degree  of 
functionality  of  the  caregiver. 
Effect  on  the  rareaiving  Family 

Evidence  is  growing  that  this  disease  poses  unusually 
severe  stresses  both  for  the  person  suffering  from  it  and  for 
the  family  members  with  whom  the  afflicted  person  interacts. 
Gonzalez,  Steinglass,  and  Reiss   (1987)  and  Huygen  (1978), 
reported  that  families  often  (a)  subordinated  normative  needs 
to  the  needs  of  the  illness,    (b)  developed  coalitions  and 
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exclusions  of  family  members,    (c)  maintained  rigid 
interaction  patterns  and  adapted  to  new  situations  poorly, 
and   (d)  became  isolated  from  their  own  and  others'  families 
as  a  result  of  coping  with  the  illness.     The  same  researchers 
later  (1989)  reported  that  these  stresses  emanate  from  two 
distinct  sources   (a)  biomedical  conditions  specific  to  each 
illness  and  (b)  psychosocial  challenges,  which  may  have  an 
even  more  profound  consequence  on  family  life  than  the 
biomedical  conditions.     Poulshock  and  Deimling  (1984) 
reported  similar  findings  in  a  study  of  614  families  caring 
for  impaired  elders.     Their  conclusions  were  that  family 
stress  associated  with  caregiving  is  clearly  linked  both  to 
the  impairment  of  the  AD  victim  and  to  the  changes  in  family 
living  conditions  precipitated  by  the  demands  of  the  illness. 
Not  only  is  the  ill  family  member  forced  to  adapt  his  or  her 
sense  of  competence  and  style  of  life  as  the  illness 
progresses,  but  the  quality  of  life  of  the  victim's  family  is 
often  irrevocably  altered  as  well   (Vince,   Pruchno,  & 
Potasnik,   1989;  Young  &  Kahana,   1987).     A  similar  pattern  of 
effects  was  reported  by  Given,  Collins,  and  Given  (1988)  who 
identified  isolation,  chronic  fatigue,  depression,  and  health 
problems  as  responses  common  to  caregivers  of  Alzheimer's 
patients.     They  reported  that  12%  of  caregiving  family 
members  experienced  physical  injury  or  illness  secondary  to 
caregiving  activities. 

Summarizing  the  hardships  experienced  by  families  caring 
for  chronically  ill  members,   Patterson  and  McCubbin  (1983) 
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describe  those  families  as  regularly  experiencing  (a) 
strained  family  relations,    (b)  modifications  in  family 
activities,    (c)   increased  tasks  and  time  commitments, 
(d)   increased  financial  burden,    (e)  social  isolation,  and 
(f)   grieving  associated  with  anticipated  death  and 
developmental  abnormalities.     When  an  individual  is  afflicted 
with  an  illness,   it  affects  the  entire  family,    for  the  family 
constitutes  the  most  important  social  context  within  which 
illness  occurs  and  is  resolved  (Litman,   1974;  Shanas,  1979). 
Excess  Disahi 1 i  tv  States 

Researchers  and  clinicians  use  the  phrase  "excess 
disability  states"    (Beck  &  Heacock,   1988;   Dawson,  Kline, 
Wiancko,  &  Wells,   1986;  Hall,   1988;  Hall  &  Buckwalter,  1987; 
Kahn,   1975,  Light  &  Lebowitz,   1989)   to  refer  to  the  additive 
costs  and  burdens  associated  with  AD.     Excess  disability 
states   (EDS)  refer  to  the  synergistic  result  whereby  problems 
confronted  by  the  victim  and  family  are  greater  than  those 
caused  by  the  dementia  alone.     Some  AD  patients,   for  example, 
will  experience  paranoid  delusional  states  and  will  be  much 
less  functional  than  those  without  delusions.     The  family 
will  have  a  much  more  difficult  time  with  a  delusional  victim 
than  one  without  delusions.     Some  families  are  faced  with  the 
difficult  task  of  coping  with  violent  acting  out  behaviors 
associated  with  some  progressed  AD  victims.     These  behaviors 
cause  considerable  grief  and  turmoil  for  the  families  in 
addition  to  the  problems  associated  with  caring  for  the 
incapacitated  family  member.     Activities  of  daily  living. 
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such  as  feeding,   dressing,  bathing,   and  toileting  are 
affected  as  the  illness  progresses,  placing  increased 
physical,  emotional,  and  social  demands  on  family  caregivers. 
Definitive  medical  treatment  of  Alzheimer's  disease  is  not 
available;  excess  disability  states  in  AD  calls  for  treatment 
to  be  directed  towards  alleviating  victim  suffering,  reducing 
family  burden  and  diminishing  societal  costs. 

Some  of  the  ways  family  life  is  impacted  by  the  stresses 
of  caregiving  are  (a)  an  increased  sense  of  isolation  (Horne, 
1985;  Zarit,  Orr,  &  Zarit,   1985;  Patterson  &  McCubbin,  1983), 

(b)   an  increased  sense  of  perceived  burden  experienced  by  the 
family  with  a  concomitant  subordination  of  the  primary 
caregiver's  needs   (Zarit  &  Orr,   1983;  Montgomery,  Gonyea,  & 
Hooyman,   1985),    (c)  the  decreased  frequency  of  communication 

(Doherty  &  Baird,  1987),  and  (d)  a  decrease  in  the  ability 
and/or  willingness  to  utilize  available  resources  (George  & 
Gwyther,   1986;  Horne,   1985) . 
Burden  defined 

The  term  caregiver  burden  is  widely  used  to  describe  the 
physical,  psychological,  emotional,  social,  and  financial 
problems  that  are  experienced  by  family  members  caring  for 
demented  older  adults   (Given,  Collins,  &  Given,   1988;  Gwyther 
&  George,   1986)  .     Burden  results  from  the  tasks  of 
caregiving,   the  way  in  which  those  tasks  impose  on  other  role 
obligations,  and  through  the  manner  in  which  the  caregiver 
views  the  patient  and  the  legitimacy  of  the  caregiving 
obligations.     Burden  has  been  described  as  a  constellation  of 


characteristics  including   (a)   how  well  a  caregiver  manages 
the  AD  victim's  memory  and  behavior  problems  and   (b)  the 
availability  of  social  support  systems   (Zarit,   Orr,   &  Zarit, 
1985).     Poulshock  and  Deimling   (1984)  utilized  a  survey  of 
614  families  in  which  impaired  elders  were  cared  for  and 
concluded  that  family  burden  consisted  of  "objective" 
stresses  associated  with  the  caregiving  process  and 
"subjective"  stresses  arising  from  changing  family 
conditions.     Caregiving  is  a  unique  familial  response  to  an 
environmental  and  medical  demand.     Although  the  response  is 
unique  to  every  family,   there  are  many  common  responses 
across  the  caregiving  population. 
Increased  isolation 

Patients  and  families  tend  to  withdraw  from  social 
contact  after  receiving  the  diagnosis  of  a  chronic  illness 
(Simank  &  Strickland,   1986).     They  often  increase  their 
social  isolation  as  the  time  increases  from  the  initial  time 
of  diagnosis  (Abraham  &  Neundorfer,   1990;  Cole,  Griffin,  & 
Ruiz,   1986;  Zarit,  Orr,  &  Zarit,   1985).     This  continued 
separation  within  the  family,  as  well  as  between  the  family 
and  its  environment,   is  threatening  to  the  family's  survival 
The  family  which  builds  barriers  to  communication  between  it 
members  and  isolates  itself  from  the  outside  world  finds 
itself  in  a  very  precarious  position.     Many  caregiving 
families  become,   actively  or  passively,   separated  from 
friends,   families,   and  organizations  which  have  provided 
support  in  the  past   (Kiecolt-Glasser  et  al.,   1987;  Gwyther,  - 


1990)  .     This  isolation,   from  whatever  cause,   is  detrimental 
to  the  well-being  of  the  AD  family.     If  the  seclusion 
continues,   it  will  not  only  make  caring  for  the  AD  victim 
more  difficult,   it  will  become  an  even  greater  burden  for  the 
caregiver.     The  degree  of  victim  disability  and  the  degree  of 
caregiver  isolation  has  been  found  to  be  positively 
correlated  (Kiecolt-Glasser  et  al.,   1987).     it  is  assumed 
that  the  disability  influences  the  isolation  without 
considering  what  effect  caregiver  isolation  may  have  on  the 
degree  of  family/victim  disability. 

Subordination  of  personal  and  familial  needs 

As  the  illness  progresses  and  the  victim  becomes  less 
able  to  function  in  his  or  her  traditional  roles,  other 
family  members  are  forced  to  take  on  roles  and  perform  tasks 
in  addition  to  those  normally  accomplished  (Cole,  Griffin,  & 
Ruiz,   1986).     Areas  of  family  functioning  which  are  first 
affected  may  include  income  production,  household  duties, 
social  obligations,  and  nurturing. 

When  one  family  member  becomes  more  dependent  upon 
another,  the  relationship  becomes  unbalanced.     Whereas  the 
family  previously  had  been  interdependent,   it  now  takes  on  a 
form  of  unbalanced,  or  unilateral  dependency  (Hargrave, 

1991)  .     The  caregiver  is  now  engaged  in  performing  the  tasks 
he  or  she  had  traditionally  been  responsible  for,  plus  those 
which  had  previously  been  delegated  to  the  ailing  family 
member.     As  the  burden  continues  to  shift  to  the  caregiver, 
he  or  she  will  typically  prioritize  the  family's  demands  and 
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respond  to  those  perceived  as  most  important.  Most 
caregivers  tend  to  minimize  the  importance  of  their  own 
personal  needs  in  the  face  of  the  victim's  needs  and  not  take 
care  of  themselves   (Given,  Collins,   &  Given,   1988)  .  This 
subordination  of  personal  needs  will  often  continue  until  the 
caregiver's  health  is  compromised  physically  and/or 
emotionally  to  the  point  where  they  are  unable  to  provide 
adequate  care  for  themselves  and  the  AD  victim  (Cole, 
Griffin,   &  Ruiz,   1986;  George,   1986;  Gwyther  &  George,  1986; 
Keicolt-Glasser  et  al.,   1987).     Pruchno  and  Potashnik  (1989) 
identified  a  study  of  44  matched  caregivers  and  noncaregivers 
of  Alzheimer's  patients.     The  subjects  were  matched  on  age, 
sex,   race,   and  martial  status.     The  investigators  found  that 
the  physical  and  mental  health,  as  well  as  reported  life 
satisfaction  of  caregivers  was  significantly  poorer  than  that 
of  controls. 
Decreased  communication 

Communication  has  been  defined  as  the  exchange  of 
meaningful  symbols,   including  words  and  gestures  (Locke, 
Sabagh,  &  Thomes,   1956;  Mace  &  Rabins,   1991).     It  is  easy  to 
see  that  communication  may  be  compromised  in  families  caring 
for  chronically  ill  members,  particularly  if  the  presenting 
illness  has  decreased  memory  and  cognitive  function  as  one  of 
its  principal  symptoms.     If  family  members  have  decreased 
memory  and  cognitive  functioning,   there  will  be  less 
opportunity  to  effectively  exchange  symbols. 
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Cormnunication  deficits  occur  between  the  family  and  its 
environment,   as  well  as  within  the  family.     As  the  family's 
environment  shifts,   the  family  will  feel  the  need  to  shift 
with  it.     Communication  is  the  key  to  the  family's  ability  to 
respond  to  the  demands  of  the  illness  (Mace  &  Rabins,   1985) . 
The  family  members  must  be  able  to  communicate  their  needs, 
hopes,   fears,  and  frustrations  with  each  other  and  their 
environment  in  order  to  effectively  adapt  to  the  changing 
world  they  are  experiencing. 

Those  AD  victims  and  families  with  open  avenues  of 
communication,  who  worked  collaboratively,  were  identified  as 
coping  more  effectively  than  families  not  possessing  such 
skills   (Minuchin,  Rossman,  &  Baker,   1978;  Steinglass  &  Horan, 
1988)  .     Smilkstein  (1985)  identified  open  communication  and 
social  interaction  within  the  family,  as  well  as  between  the 
family  and  social  groups  and  organizations,  as  one  of  the 
primary  resources  for  buffering  stress. 
Utilization  of  social  support 

Social  support,  in  its  many  forms,  is  often  viewed  as 
one  of  the  primary  buffers  or  mediators  between  stress  and 
health  breakdown  (Feuerstein,  Labbe,  &  Kuczmierczyk,  1986; 
Melamed  &  Siegel,   1980;  Patterson,   1989;  Zarit,  Orr,   &  Zarit, 
1985).     Social  support  may  be  conceptualized  as  individual 
and  personal  in  nature,  or  community-based.  Individual 
supports  can  consist  of  emotional  support,   information,  or 
tangible  aid  provided  directly  to  the  caregiver  by  family  and 
close  friends.     Support  received  from  family  is  inversely 


correlated  to  the  caregiver's  perceived  level  of  burden 
expressed  in  the  caregiving  process   (Zarit,  Orr,   &  Zarit, 
1985).     Doherty  and  McCubbin   (1985)   reported  a  study  of  240 
Alzheimer's  caregivers  looking  at  burden  and  found  the 
caregivers  reported  feeling  less  burden  when  they  received 
support  from  family  members.     Community-based  resources  are 
those  facilities  and  programs  provided  by  groups  and 
institutions  outside  the  family  that  may  be  utilized  to  meet 
the  current  demands  being  experienced  by  the  family. 
Research  has  demonstrated  that  seeking  outside  assistance  is 
one  of  the  most  frequently  utilized  coping  mechanisms  of 
families  dealing  successfully  with  chronic  illnesses 
(Baldwin,   1988;   Stetz  et  al . ,  1986). 
Cooing  Mechanisms  Found  in  Functional  Families 

The  family's  ability  to  cope  with  new  stresses  and 
demands  is  not  inherently  available,  nor  is  it  created  in  a 
short  period  of  time.     It  can,  however,   improve  with  time 
(McCubbin,   Larsen,  &  Olson,   1982;  Young  &  Kahana,  1987). 
Family  coping  has  been  defined  as  " .   .   .a  process  of 
achieving  a  balance  in  the  family  system  that  facilitates 
organization  and  unity  and  promotes  individual  growth  and 
development"    (Stetz,  Frances,  Lewis,  &  Primomo,   1986).  Stetz 
et  al.    (1986)  have  further  defined  coping  as  combined 
cognitive  and  behavioral  efforts  to  master,   tolerate  or 
reduce  external  and  internal  demands  and  conflicts.  Family 
coping,   then  requires  attention  to  be  directed  towards 
organizing  and  planning  for  the  family  unit  as  a  single  • 
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entity,   ensuring  that  external  demands  are  managed  while 
maintaining  the  family  system  in  a  balanced  state.     This  is 
the  balancing  act  that  must  be  exercised  by  the  family  in 
order  to  maintain  stability.     The  family  unit  and  the 
individual  family  members  must  be  nurtured  simultaneously. 
The  nurturing  process   (Sawa,   1985)  must  address  both  the 
objective,   day  to  day  physical  and  financial  needs  of  the 
family,  and  the  subjective,  emotional  and  psychological 
needs,   in  order  for  the  family  to  cope  most  effectively. 
Pruchno  and  Resch  (1989b)   conducted  a  study  of  315  persons 
who  were  providing  care  in  the  community  to  a  spouse 
diagnosed  with  AD  or  a  dementia-related  disorder.     The  sample 
was  primarily  white  (86%),   female  (68%),  with  a  mean  age  of 
70  who  had  been  caring  for  the  spouse  for  a  mean  of  2.8 
years.     Measurements  were  taken  to  determine  the  severity  of 
the  spouse's  impairment  and  caregivers'   level  of  coping.  The 
researchers  determined  that  coping  strategies  used  by 
caregiving  spouses  were  multidimensional,   addressing  the  . 
objective  and  subjective  sources  of  stress,  and  concluded  ^ 
that  emotionally  focused  strategies  were  the  strategies  of 
choice. 

Factors  Affectino  Family  rnpina  and  Adaptation 
Numerous  factors  are  reported  to  influence  the  coping 
and  adaptation  process,  including  the  intensity  of  the 
family's  interaction  (Doherty  &  Baird,   1983;  Doherty  &  Baird, 
1987;  Gwyther  &  Blazer,   1984;  Neundorfer,   1991;   Sawa,  1985), 
the  stage  of  family  development  in  which  the  family  is 
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engaged  with  its  concomitant  demands  and  expectations  for 
adaptation   (Carter  &  McGoldrick,    1980;   Sawa,    1985;  Walsh, 
1982),   and  the  particular  demands  for  adaptation  by  the 
illness  as  it  progresses  (Pruchno  &  Resch,   1989a;  Holland, 
1984;   Sawa,   1985;   Stetz  et  al.,  1986). 
Extent  of  Engagement 

Members  of  families  are  connected  to  each  other  in  some 
fashion.     When  something  impacts  one  member  of  the  family,  it 
has  some  effect  on  other  members  of  the  family.     When  one 
person  gets  sick,  others  respond  in  some  fairly  predictable 
fashion;   they  may  come  and  help,   they  may  call,   or  they  may 
withdraw,  but  they  will  have  some  response.  This 
connectedness,  or  intensity  of  the  family's  interaction,  is 
often  referred  to  as  cohesion   (Doherty  &  Baird,  1983; 
Minuchin,   1974;  Olson,  McCubbin,  Barnes,  Larsen,  Muxen,  & 
Wilson,   1953;  Olson,   1986,   1990).     The  family's  degree  of 
cohesion  tends  to  compound  their  coping  ability  with  respect 
to  the  family's  position  in  its  life  cycle  (Reiss,  Gonzalez, 
&  Kramer,  1986) .     The  degree  of  family  involvement  may  be 
seen  as  curvilinearly  correlated  to  the  degree  of 
dysfunctionality  of  the  family's  coping  skills. 
Over involvement  by  caregivers  may  result  in  increased 
dysfunctional  behaviors  just  as  under  or  noninvolvement 
(Olson,   1986,  1990;  Olson,  McCubbin,  Barnes,  Larson,  Muxen,  & 
Wilson,   1953;  Steinglass  &  Horan,   1988;   Sargent,   1983b).  If 
family  members  are  extremely  uninvolved  with  each  other,  or 
disengaged,  they  will  not  be  able  to  help  each  other  in  their 
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caregiving  tasks.     If  they  are  overly  involved  with  each 
other,  or  enmeshed,  they  may  tend  to  further  incapacitate  the 
ailing  family  member  and  inhibit  his  or  her  attempts  to 
regain  his  or  her  sense  of  independence  and  self- 
responsibility.     Doherty  and  McCubbin   (1985)   reported  on  45 
couples  involved  in  a  weight  loss  program  and  found  that 
successful  members  received  conditional  support  from  their 
families.     The  investigators  concluded  that  family 
involvement  in  a  health  treatment  protocol  is  not  always 
desirable.     Families  functioning  in  the  mid  range  of 
"togetherness,"  or  cohesion,  will  be  better  equipped  to  aid 
the  victim  directly  and  indirectly  by  asking  for  outside  help 
and  still  be  able  to  withdraw  help  when  it  may  tend  to 
promote  excess  dependency  (Olson,   1986,  1989). 
Clarity  of  Boundaries 

The  concept  of  cohesion  may  be  conceived  of  as  a 
continuum,   extending  from  extremes  of  disengagement  to 
enmeshment.     Components  of  this  continuum  include  the 
concepts  of  internal  and  external  boundaries,  emotional 
bonding,   family  involvement,  and  decision-making.  Boundaries 
refer  to  the  differentiation  between  subsystems  within  the 
larger  family  system.     Subsystems  often  experience  a  blurring 
of  boundaries  in  times  of  crises  such  as  caring  for  ill 
family  members.     As  the  family  becomes  more  introspective  and 
internally  organized,   it  will  tend  to  develop  stronger 
boundaries  between  itself  and  its  environment.     This  will 
result,  eventually,   in  the  family's  decreased  communication 
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with  the  outside  world  and  increased  social  isolation 
(Doherty  &  Baird,   1983;  Minuchin,   Rossman,   &  Baker,  1978). 
Subsystems  operating  in  overly  connected  modes  can  exclude 
other  family  members  or  subsystems  who  may,  subsequently, 
experience  this  exclusion  as  rejection.     Once  one  perceives 
themselves  as  being  rejected,   it  is  normal  for  them  to 
protect  themselves  by  withdrawing  from  or  striking  out  at  the 
"rejecting"  party.     Each  interpretation  of  consequent 
behavior  becomes  the  stimulus  for  subsequent 
misinterpretations  and  misbehaviors  as  the  cyclical  process 
feeds  itself  until  the  one  subsystem  becomes  more  enmeshed 
and  the  other  more  disengaged.     Just  as  the  day  mirrors  the 
night,   the  enmeshed  subsystem  mirrors  the  disengaged 
subsystem.  . 
Family  Growth  .qtaapc;  ;  \. 

Illnesses  have  an  impact  on  the  physical  and  mental 
well-being  of  the  caregiving  family  of  the  victim  as  well  as 
the  identified  victim.     Families  have  growth  and  evolutionary 
stages  just  as  individuals  do  (Carter  &  McGoldrick,  1980). 
Carter  and  McGoldrick  (in  Walsh,  1982)  and  McGoldrick  and 
Guron  (1985)  identify  tasks  a  family  must  be  prepared  to 
accomplish  in  later  life.     These  tasks  include  accepting 
shifting  generational  roles,  maintaining  social  functioning, 
dealing  with  the  loss  of  a  spouse,  and  starting  to  integrate 
one's  current  life  position  into  the  larger  framework  of 
existence,     when  chronic  illnesses  occur  in  families,  the 
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evolutionary  process  associated  with  family  growth  stages  is 
often  inhibited. 
Family  Growth  Thwarted 

When  one's  development  is  interrupted,   it  becomes  nearly 
impossible  for  that  person  to  integrate  their  life 
experiences  into  a  gestalt.     The  caregiver's  developmental 
process   (especially  if  it  is  the  patient's  spouse)  may  be 
reversed.     Instead  of  caring  for  and  being  cared  for  and 
continuing  with  the  developmental  tasks  associated  with 
aging,  that  member  must  become  a  functioning  worker  again. 
He  or  she  is  not  allowed  to  continue  their  psychological 
development,  but  must  regress  to  a  unilateral  caregiving 
role.     These  demands  result  in  confusion,   frustration  and 
fatigue  for  the  entire  family.     The  family  experiences  a  case 
of  arrested  development.     Other  family  members  are  likewise 
inhibited  in  their  efforts  to  be  a  part  of  the  elder  family 
member's  aging  process.     Sibling's  and  children's  families  " 
are  denied  the  expected  result  of  normal  aging.     The  " 
grandparent/uncle/aunt  roles  do  not  materialize  and    '  ' 
grandchildren,  nephews,  and  nieces  are  robbed  of  the 
opportunity  to  experience  that  relationship  in  their        '  ' 
development.     To  say  the  family  experiences  a  case  of 
arrested  family  development  is  not  technically  true;  the 
developmental  process  continues  in  its  altered  fashion. 
Instead  of  passing  on  the  lore  of  "normal"  roles  and  values, 
the  younger  generations  experience  a  loss  that  is  interpreted 
in  their  own  context  and  dealt  with  accordingly.     Thus,  the 


55 

illness  now  affects  multiple  sets  of  family  members  and  moves 
along  intergenerational  lines. 
Illness  Stages 

In  addition  to  the  family's  life  cycle,   there  are  phases 
of  the  illness'  progression  which  are  constantly  changing  in 
development  and  degree  of  demanding   (Pruchno  &  Resch,  1989b; 
Holland,   1984).     Chronic  illnesses  may  be  seen  as  having 
their  own  life  cycle.     Stetz  et  al .    (1986)  have  identified  a 
stage  of  adaptation,  beginning  one  or  more  years  following 
the  initial  awareness  of  the  symptoms  and  continuing  until 
there  is  an  exacerbation  of  these  symptoms,   in  which  the 
illness  is  diagnosed.     This  is  the  time  the  family  often  uses 
to  prepare  itself  mentally  and  emotionally  for  the  changes 
which  must  occur.     Denial,   the  family's  first  response,  is. 
gradually  eroded  during  this  period  and  the  family  is  faced 
with  the  pressure  to  adjust  to  the  increased  and  ever 
changing  demands  which  will  be  placed  on  it. 

Illnesses  vary  in  onset   (acute  vs.  chronic),  course 
(progressive,  constant,  or  episodic),  and  degree  of 
incapacitation  (Steinglass  &  Horan,   1988).  Incapacitating 
illnesses  characterized  by  a  gradual  onset  and  a  progressive 
course,  such  as  late  onset  multiple  sclerosis,  Huntington's 
chorea,   sclerdoma,  and  AD  present  different  types  of  stresses 
to  families  than  do  acute  onset  illnesses  of  constant  course, 
such  as  epilepsy  or  asthma.     The  time  phase  of  an  illness 
will  challenge  the  family  differently,   requiring  different 
strengths,  attitudes,  and  changes.     The  family's  reaction  to 
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the  individual's  illness  is  evidenced  in  many  different  ways 
and  in  differing  degrees  of  visibility.  '  ; 

Because  of  the  insidious  nature  of  AD's  progression  and 
the  similarity  it  has  in  early  stages  with  normal  variants  of 
aging,   such  as  memory  deficits,   confusion,   and  compromised 
judgment,  many  cases  are  under  diagnosed  until  they  are  quite 
progressed.     As  in  other  illnesses,  physically  and 
emotionally  based,   the  first  and  often  strongest  coping 
mechanism,   denial,  may  contribute  to  the  apparent  severity  of 
the  illness  by  the  time  it  is  clearly  diagnosed  by  a  medical 
treatment  team. 

Mismatch ;   Srage  of  Illness  and  .qtaae  of  Family  nevelonment 
The  timing  of  the  illness 's  development  is  critical, 
relative  to  the  family's  position  in  its  life  cycle.     The  • 
natural  process  of  familial  development  and  aging  may  have 
significant  consequences  on  the  family's  response  to  chronic 
illness   (Herz,   1980) . 

Eric  Erikson  has  defined  the  final  stage  of  life's  ego 
development  as  associated  with  the  struggle  between 
experiencing  integrity  and  despair  with  the  focus  of 
development  directed  toward  one's  acceptance  of  themselves 
and  one's  achievements   (Wolinsky,   1985).     Whatever  the 
illness 's  and  the  family's  stage  of  development,   the  two  are 
undeniably  interwoven  into  a  fabric  akin  to  a  mosaic.     As  one 
looks  closely,   the  parts  are  visible  while  the  patterns  are 
hidden.     Only  when  the  observer  steps  back  and  looks  at  the 
interaction  of  the  parts,   the  picture  focuses  and  becomes 
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3re  discernable.     This  understanding,   this  appreciation  of 
the  illness  as  a  part  of  the  family's  life,   is  the  picture 
that  is  to  be  addressed  by  the  family. 

As  the  natural  family  growth  process  collides  with  the 
developing  chronic  illness,   family  life  changes,  and  the 
ability  to  cope  with  the  new  demands  may  be  compromised 
(Gonzalez  &  Kramer,   1986;  Herz,   1980;  Horan,   1988;  Reiss, 
Steinglass,   &  Sargent,   1983c).     The  overall  configuration  of 
the  family  will  be  affected  (Beavers,   1987;  Holland,   1987)  as 
the  family  attempts  to  reorganize  itself  to  the  medical  and 
social  pressures  exerted  by  the  illness.     The  family's 
developmental  tasks  are  thwarted  by  the  onset  of  a  chronic 
dementing  illness  such  as  AD.     The  caregiver  roles  do  not 
progress  according  to  "the  plan."     The  caregiver  now  spends- 
most  of  their  time  taking  care  of  a  spouse  or  parent  who  is 
increasingly  less  capable  of  self -care.     Social  functioning  - 
is  severely  curtailed;   functioning  as  a  couple  becomes 
impossible.     Caring  for  an  AD  victim  is  a  full-time  job.  As 
the  illness  progresses,  the  caregiver  will  be  faced  with  more 
demands  requiring  adaptation  to  roles  not  planned  for  and 
often  poorly  understood.  •  - 

The  Family  in  Context:   ThP  .Social  Mili^n  ^  - 

Just  as  individuals  in  families  ''fit"  together,  families 
"fit"  within  their  environmental  and  social  setting  (Alger, 
1976;  Hanson,  1989;  Williamson,   1985).     The  degree  of  "fit" 
between  the  family  and  its  environment  can  affect  and  be 
affected  by  the  illness.     This  concept  is  expanded  by  Holland 
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(1987)   in  his  use  of  Beavers'   ideas  of  centripetal  and 
centrifugal  family  styles.     Beavers   (1989)  and    Fredman  and 
Sherman  (1987)  have  described  families  as  developing  through 
stages  in  which  they  are  naturally  directing  their  energies 
inwardly  toward  themselves   (centripetal),   or  outwardly  away 
from  the  nucleus  of  the  family  (centrifugal).     A  young 
family,   for  example,   celebrating  the  birth  of  the  first  child 
is  typically  internally  oriented  and  centrally  focused,  or 
centripetal.     The  same  family,  years  later,  will  be  outwardly 
oriented,   or  centrifugal,  when  the  child  leaves  home  to  go  to 
college,  or  start  an  independent  lifestyle.     Acute  illnesses 
generally  have  a  centrifugal  effect  on  families  in  that  the 
families  will  typically  respond  by  turning  outside  the  family 
seeking  help  from  medical,  psychological,  and  educational  ' 
sources  to  cope  with  the  disorder,     if  the  illness  does  not 
resolve  and  becomes  labeled  as  chronic,   the  family  often 
retreats  from  its  outward  quest  for  solutions  and  turns  ' 
inward.     Chronic  illnesses,   then  tend  to  have  centripetal 
effects  on  families.  r-\'-\  , 

If  the  chronic  illness,  with  its  inherent  centripetal 
forces,  occurs  when  the  family  is  naturally  engaging  in  a 
life  event  which  is  centripetally  oriented,  the  internally 
oriented  forces  are  intensified  and  the  family  becomes  much 
more  inner  directed  and  more  withdrawn  from  external  systems 
than  normally  expected.     If,  however,  the  illness  occurs  when 
the  family  is  transiting  a  naturally  centrifugal  period,  the 
two  opposing  forces  will  tend  to  counteract  each  other 
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(Rolland,   1987).     If  a  child  is  in  the  process  of  leaving 
home  when  the  chronic  illness  occurs,   there  will  be  conscious 
and  unconscious  forces  brought  to  bear  that  may  impede  that 
child's  leaving.     When  this  happens,  personal  and  familial 
development  is  altered  and  the  family  is  at  risk  for 
developing  dysfunctional  patterns  of  relating  and  growth  and 
will  tend,   in  time,  to  demonstrate  stress  responses. 

Many  changes,  major  or  minor,  may  be  identified  as 
crucial  for  the  family's  continued  functioning.  Reasonably 
basic  changes  such  as  alteration  of  daily  household  task 
management  strategies  is  one  of  the  most  important  coping 
strategies  identified  in  successful  families   (Stetz  et  al., 
1986)  .     There  will  be  many  changes,  planned  and  unplanned,  in 
the  family's  life  as  it  continues  to  manage  the  care  of  an  ,AD 
victim.     If  the  changes  are  predicted  and  planned  for,  they 
will  be  less  overwhelming.     The  family  must  be  able  to 
identify  stressful  events,  plan  for  their  management  and 
exercise  control  over  their  environment  in  order  to  function 
more  effectively. 

Current  Intervention  Efforts 
Current  treatment  goals,  in  the  absence  of  a  cure  or 
prevention,  are  to  reduce  excess  victim  disability  and  to 
maximize  individual  functioning  and  family  coping.  Because 
AD  is  an  illness  of  neurochemical  and  neuroanatomical 
pathology  which  presents  with  behavioral  symptoms  and  has  no 
known  pharmacological  and  surgical  treatments   (Billig,  1988; 
Chenoweth  &  Spencer,   1986;  Cole,  Griffin,  &  Ruiz,  1986; 


Shibbal -Champagne  &  Lipinska-Stachow,  1986;  Zarit  &  Orr, 
1983),  it  demands  the  melding  of  health  and  mental  heath 
treatment  concepts  and  techniques. 

Most  interventions  designed  to  interact  with  the 
chronically  ill  are  medically  based,  educationally  oriented, 
and  time-limited  (Beck  &  Heacock,   1988;  Billig,   1988;  Cole, 
Griffin,   &  Ruiz,   1986;  Gonyea,   1989;  Gwyther,   1990;  Gwyther  & 
Blazer,   1984;  Rodway,   Elliott,  &  Sawa,   1987;   Simank  & 
Strickland,   1986;  Smith,  1990).     The  primary  care  medical 
team  is  usually  the  first  source  of  informational  help  and 
can  be  very  instrumental  in  getting  the  family  started  off  in 
the  appropriate  direction  for  treatment.     The  medical  team 
will  have  connections  with  and  make  referrals  to  private  and 
hospital-based  informational  systems  which  will  provide  the 
family  with  technical  knowledge  associated  with  the  illness. 
Unfortunately,  that  is  often  the  extent  of  the  medical  team's 
referral  process.     Traditional  patient  education  in  medical 
treatment  facilities  is  to  provide  technical  data  associated 
with  education  and  prevention  and  expect  the  emotional  needs 
to  be  satisfied  elsewhere  (Bryant,   1988;  Coons  &  Weaverdyck, 
1986;  Doherty  &  McCubbin,  1985;  Gonyea,  1989). 
Treatment  Grnnp.c; 

Despite  mounting  evidence  of  the  impact  of  chronic, 
disabling  medical  illnesses  on  the  life  of  the  entire  family, 
there  has  been  little  attention  given  to  developing 
interventions  addressing  the  families'  issues,  needs,  and 
stresses  in  adapting  to  a  lifestyle  involving  a  chronic 
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illness  such  as  Alzheimer's  disease.     Most  intervention 
efforts  have  focused  on  dealing  with  the  ill  persons 
themselves  rather  than  the  needs  of  the  families  providing 
care   (Melamed  &  Siegel,  1980).     Those  efforts  aimed  at 
assisting  family  members  are  often  focused  only  on  the 
primary  caregivers  and  fail  to  consider  the  impact  of  the 
broader  family  membership  with  its  potential  for  exacerbating 
or  reducing  the  stresses  of  caregiving  (Cohen,   1991;  Mace, 
1985;  Mace  &  Rabins,   1981;  Zarit  &  Orr,   1983).     One  such 
treatment  program  is  conducted  at  the  Geriatric  Research, 
Education  and  Clinical  Center  in  Bedford  Mass   (Fabisewski  & 
Howell,   1986).     This  46-bed  diagnostic  and  treatment  unit  has 
identified  as  its  goals  the  facilitation  of  understanding  the 
medical,   economic,  and  psychosocial  needs  of  the  patients  ajid 
families.     While  it  addresses  the  psychosocial  needs  of  its 
families,   the  primary  mode  of  intervention  is  education. 

Gonzalez,   Steinglass,  and  Reiss  (1987,   1989)  described 
an  intervention  utilized  at  the  Center  for  Family  Research  of 
the  George  Washington  University  Medical  Center  which  was 
developed  as  the  physical  rehabilitation  specialists  realized 
the  importance  of  involving  the  patients'   families  in  the 
treatment  program.     The  researchers  identified  the 
intervention  as  being  part  of  an  emerging  field  called 
"psychosocial  rehabilitation."    while  the  primary  goal  of  the 
intervention  was  the  individual  with  physical  disabilities, 
the  families  of  these  patients  received  increasing  attention 
as  researchers  and  clinicians  continued  to  recognize  the 
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central  role  psychological  and  social  factors  played  in 
successful  rehabilitation.     These  writers  described  a 
multiple  family  discussion  group  program  which  was  an  8-week 
psychoeducationally  oriented  program  bringing  together  four 
to  six  families  to  discuss  illness-related  family  problems. 
The  stated  intent  of  this  program  was  to  provide  a  forum  in 
which  the  family  could  understand  their  attitudes,  feelings, 
and  behaviors  towards  the  disabled  family  members.     The  eight 
sessions  were  subdivided  into  three  component  sections,  each 
with  its  own  distinct  goal:     (a)  the  illness  education 
component,    (b)   the  family  issues  component,  and  (c)  the 
affective  component. 

The  educational  component  was  three  sessions  in  length 
and  was  focused  on  educating  the  family  about  the  ways  in  , 
which  family  identity  and  development  were  threatened  by  the 
illness.     The  middle  three  sessions  focused  on  a  particular 
issue  selected  by  each  family,  while  the  remaining  two 
sessions  addressed  emotional  responses  to  the  illness.  Group 
leader  emphasis  was  on  enhancing  intra  and  interf amilial 
discussion,  recognizing  that  the  best  teachers  for  families  ^  ' 
were  other  patient  families.     That  is,  it  was  assumed  those 
families  experiencing  chronic  illnesses  in  the  family  are  the 
ones  best  able  to  understand,  accept,  and  help  others  coping 
with  chronic  illnesses  (Saunders,  1991). 

The  George  Washington  University  Multiple  Family 
Discussion  Group  was  a  highly  structured  intervention  which 
addressed  the  psychosocial  involvement  of  families  in  chronic 
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illness  management.     it  involved  the  entire  family,  including 
the  index  patient,   in  the  treatment  process  and  utilized 
traditional  group  therapy  techniques  to  enhance  the  families' 
understanding  of  their  current  situation.     It  was  essentially 
an  educational  intervention  intended  to  improve 
understanding . 

Another  group  intervention  reported  by  Shibbal -Champagne 
and  Lipinska-Stachow,    (1986)   involved  a  structured,  time 
limited,  professionally  led  group,   conducted  in  a  middle 
class  socioeconomic  community  of  90,000.     The  goals  of  the 
group  were  (a)   to  provide  information  about  Alzheimer's 
disease,    (b)  to  cultivate  an  environment  in  which  group 
members  could  develop  trust  and  support,   and  (c)   to  maximize 
members'  awareness  of  caregivers'  strengths.     The  researchers 
concluded  that  the  group  members  were  able  to  (a)  increase 
their  capacity  for  coping  with  the  AD  family  member,  (b) 
reduce  their  perceived  level  of  burden,  and  (c)  reduce  their 
perceived  degree  of  isolation  as  a  result  of  participation  in 
this  group. 

Uses  Of  Multiple  Family  nronpQ  in  M^H-i^al  .qettinac^ 

Educational  and  psychoeducational  groups  have  been 
employed  in  the  treatment  of  illness  (Anderson,  Griffin, 
Rossi,   Pagonis,  Holder,  &  Treiber,   1986;  Gonzalez, 
Steinglass,  &  Reiss,   1989),  alcohol  and  drug  abuse  (Anton, 
1981;  Kaufman  &  Kaufman,  1977;  Kosten  et  al.,   1986;  McKamy, 
1976)  anorexia  nervosa  (Slagerman  &  Yager,   1989),  and  bulimia 
(Wooley  &  Lewis,  1987). 
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Huntington  disease 

There  are  similarities  between  AD  families  and  families  ' 
of  other  chronically  ill  patients.     Kessler  and  Bloch  (1989)  - 
speak  of  similar  characteristics  associated  with  AD  families 
and  families  of  Huntington  disease   (HD)   such  as  the 
"identified  patient"  theory,   lag  time  between  the  symptom 
onset  and  diagnosis,   family  denial  of  the  diagnosis,  marital 
separation  and  divorce,  abandonment,  suicide,   etc.     When  the 
first  family  member  relinquishes  their  denial  and  admits  the 
illness'  presence,   the  family  may  experience  considerable 
conflict.     Families  hold  out  hope  that  the  suspected  illness 
will  not  be  HD  (or  AD)  until  the  final  diagnosis  is  obtained 
and  the  symptoms  are  irrefutable.     This  denial  process,  while 
allowing  the  illness  to  develop  to  a  more  sinister  stage,  may 
play  an  important  functional  role  in  the  family's  development 
and  adjustment  by  allowing  the  family  caregivers  time  to 
modify  their  functioning  to  a  new  level. 
Cancer,  hypertension,  arthritis 

Studies  designed  to  look  at  family  responses  in  oncology 
patients   (Gonzalez,  Steinglass,  &  Reiss,   1989)   show  unique, 
predictable  stress  responses  in  caregivers.  Educational 
groups  have  been  incorporated  with  psychotherapeutic 
techniques  with  victims  and  families  of  chronic  medical 
illnesses  such  as  hypertension  (Eastaugh  &  Hatcher,   1982)  and 
rheumatoid  arthritis  (Schwartz,  Marcus,  &  Condon,   197  8)  to 
improve  the  coping  repertoire  of  those  families  with  the 
identified  illness. 


Diabetes  mellit.us 

Families  with  diabetic  children  have  been  studied, 
looking  at  reported  conflict  resolution  skills,  family 
cohesion,   and  parental  involvement   (Minuchin,   Rosman,  & 
Baker,   1978;  Steinglass  &  Horan,   1988) .     It  has  been 
demonstrated  that  the  family  environment,   consisting  of  an 
appropriate  balance  of  parental  involvement  and  victim 
independence,  brought  about  by  open  lines  of  communication 
can  result  in  better  adjustment  for  the  diabetic  patient. 
The  studies  also  suggest  that  diabetic  families  reporting 
less  conflict,  greater  cohesion,   and  shared  responsibility 
for  health  care,  have  better  clinical  outcomes  than  those 
reporting  increased  conflict,  decreased  cohesion,  and 
decreased  shared  responsibility.     It  appears  that  some  family 
characteristics  may  predispose  family  members  to  an  increased 
incidence  of  medical  illness. 
Renal  disease 

One  of  the  illnesses  which  has  been  well  studied  is  end 
stage  renal  disease  and  hemodialysis.     Steidl  and  associates 
(1980)  and  Steinglass  et  al.    (1982)  have  focused  on  family 
factors  associated  with  increased  adherence  to  medical 
treatments  in  this  group  of  patients.     The  researchers  found 
that  victims  who  complied  with  the  prescribed  treatment 
regimen  tended  to  come  from  families  who  have  more  effective 
problem-solving  communication  abilities,   adhere  to 
intergenerational  family  boundaries,  and  demonstrate 
responsible  behaviors  for  themselves  and  responsive  behaviors 
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to  others.     Steinglass,  Gonzalez,  Dosovitz,  and  Reiss  (1982) 
suggested  that  family  functioning  is  strongly  predictive  of 
medical  compliance.     They  described  two  multiple  family 
discussion  groups  of  8  weekly  sessions.     The  group 
participants  were  evenly  divided  racially,   represented  middle 
and  lower  socioeconomic  class  families,   and  were  varied  in 
family  size  and  composition.     One  of  the  two  groups  went  to 
completion  and  was  determined  to  have  achieved  three  major 
goals   (a)   the  group  provided  a  supportive  atmosphere, 
allowing  intrafamily  communication  to  improve,    (b)  a 
supportive  format  for  sharing  of  information  about  physical, 
medical,   and  psychological  problems  was  achieved,  and 
(c)  coping  strategies  used  by  the  families  were  exchanged, 
allowing  for  new  behavioral  patterns. 

Multiple  Family  Group  Therapy 
In  spite  of  the  apparent  prolific  use  of  groups  in  the 
treatment  of  chronic  illnesses,  most  of  those  intervention 
efforts  occur  at  early  diagnosis,  when  the  illness  is  first 
being  recognized  as  chronic  and  they  are  primarily       ;  «■ 
educationally  oriented  (Gonyea,   1989;  Lansky,  Bley,  McVey,  & 
Brotman,  1985;  Holland,  1987).    The  emotional  needs  of  the 
patients  and  families  are  often  poorly  addressed.  Those 
needs  can  be  met  by  involving  families  in  therapeutic  group 
settings  together.     Pruchno  and  Resch  (1989a)  studied 
caregivers  of  demented  spouses  and  reported  that  while  family 
members  suffered  from  objective  and  subjective  stressors,  the 
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most  effective  strategies  in  resolving  overall  stress  levels 
of  caregivers  were  those  which  addressed  subjective  issues. 
History 

Historically,  clinicians  have  engaged  clients  in  family 
settings  since  the  late  1940s   (Satir,  Stachowiak,  &  Taschman, 
1983;   Strelnick,   1977).     This  therapeutic  process  was 
initially  described  as  a  fusion  of  family  and  group 
techniques  by  Norgard  (1989) ,  and  alternately  referred  to  as 
multiple  family  group  therapy   (MFGT)   and  multiple  family 
therapy  (MFT) .     H.  Peter  Laqueur  is  referenced  as  the 
"pioneer  in  multiple  family  therapy"  work  (Benningf ield, 
1978;  Cassano,   1989;  Frager,   1978;  O'Shea,   1985;   Papp,  1976; 
Strelnick,   1977) .     Another  pioneer  in  multiple  family  therapy 
is  Murray  Bowen,  who,   like  Laqueur,  hospitalized  entire 
families  of  psychiatric  patients  and  worked  with  the  families 
in  group  settings  (Bowen,  1976;  Guerin,   1976;  Papp,  1976). 
Bowen  (197  6,  197  8)  referred  to  his  work  as  "multiple  family 
therapeutic  milieu  network  therapy."     Bowen   (1976,  1978) 
described  a  type  of  multiple  family  therapy  which  was 
primarily  educative.     His  approach  was  to  work  with  one 
family  at  a  time  while  others  observed.     Whitaker  (in  Napier 
&  Whitaker,   1978)  and  Kaufman  and  Kaufman  (1977)  were 
interested  in  the  concept  of  the  system  in  its  entirety  and 
the  family's  increased  awareness  of  the  mutual 
interdependence  of  the  individuals  in  those  systems. 
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Goals 

Laqueur  suggested  that  multiple  family  group  therapy  ^ 
allowed  the  identified  patient  to  work  on  individuation  and  ' 
differentiation  issues  in  less  threatening,  more  supportive 
settings  than  their  family  of  origin.     He  identified  opening 
lines  of  communication  as  the  primary  goal  of  multiple  family 
therapy  interventions  and  considered  the  groups  to  be  a  more 
efficient  use  of  personnel  and  time  than  traditional 
psychotherapeutic  techniques   (Anderson  et  al.,  1986; 
Benningfield,  1978;  Frager,   1975;  Papp,   1976;  Strelnick.- 
1977)  . 

Goals  of  multiple  family  therapy  are  varied,  yet  closely 
related.     They  include  teaching  families  about  their  own 
family  systems   (Bowen,   1976,   1978),   improved  functioning,  • 
problem-solving,   increased  insight  and  communication 
(Anderson  et  al.,   1986;  Cassano,   1989;  Laqueur,  1976; 
Slagerman  &  Yager,   1989;  Yalom,   1975),  system 
interrelationships  (Papp,   1976)  and  reestablishment  of 
appropriate  boundaries   (Kosten  et  al.,   1986;  Minuchin,  1974; 
Minuchin,  Rossman,  &  Baker,   1978).     O'Shea  and  Phelps  (1985) 
have  summarized  the  goals  of  multiple  family  therapy  to 
include  enhanced  communication,   improved  individuation, 
reduced  social  isolation,  reduced  alienation,  and  enhanced 
capacity  to  develop  autonomous  and  satisfying  relationships 
between  family  members. 
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Support  for  Measurement  Instruments 
Four  instruments  were  used  in  this  study:      (a)  the 
Alzheimer's  Disease  Family  Survey   (ADFS) ,    (b)   the  Caregiver 
Burden  Scale  (CBS),    (c)   the  Family  Crisis  Orientated  Personal 
Evaluation  Scales   (F-COPES) ,  and  (d)  a  version  of  the  Primary 
Communication  Inventory  (PCI) . 
Alzheimer's  Disease  Family  Survey 

The  Alzheimer's  Disease  Family  Survey  was  used  to  identify 
sociodemographic  characteristics  of  the  study   (see  Appendix  A) . 
In  addition,   information  concerning  the  frequency  and  types  of 
contacts  made  by  the  family  members  of  AD  victims  with  other 
family  members  and  outside  organizations  were  collected.  The 
information  was  collected  during  the  initial  interview  held  by 
the  group  leader  with  the  potential  group  participants,  with 
selected  portions  of  the  survey  being  repeated,   in  the  Survey 
Follow-up,  after  the  treatment  was  completed  (see  Appendix  B) , 
Items  for  the  survey  were  drawn  from  items  developed  and  used 
in  a  study  of  older  persons  in  Cleveland,  Ohio  (Comptroller 
General  of  the  United  States,   1977),  in  a  study  on  dementia 
(U.   S.  Congress,  Office  of  Technology  Assessment,   1987),  and  in 
work  by  several  other  investigators   (George  &  Gwyther,  1986; 
Gonzalez,   Steinglass,  &  Reiss,   1989,  Zarit,  Reever,  &  Bach- 
Peterson,   1980)  . 
Caregiver  Burden  Scale 

The  Burden  Interview    was  developed  by  Zarit  and 
associates   (Zarit,  Reever,  &  Bach-Peterson,   1980)  based  on 

i 

i 

their  clinical  experiences  with  caregivers  and  findings 
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reported    by  other  researchers.     These  sources  revealed  that 
the  most  frequently  mentioned  problem  areas  for  primary 
caregivers  of  the  chronically  ill  were  in  the  areas  of 
physical  and  mental  well-being,   finances,   social  life,  and 
the  caregiver-impaired  person  relationship.     The  initial 
group  of  subjects  were  29  caregivers  and  demented  family 
members  with  a  mean  age  of  76  years.     Twenty-five  of  the  29 
caregivers  were  female;   18  were  spouses,  and  11  were 
daughters.     The  mean  age  of  caregivers  was  65.  Originally 
titled  the  Burden  Interview,   the  29 -item  instrument  could  be 
administered  orally  or  as  a  self -administered  paper  and 
pencil  test.     The  original  instrument  used  a  3 -point  Likert 
scale  format  and  was  developed  to  be  used  with  husbands  and 
wives.     It  has  since  been  refined  to  a  22 -item,   5-point  scale 
(Touliatos,  Perlmutter,  &  Straus,   1990;  Zarit,  Orr,  &  Zarit, 
1983)  and  can  be  used  with  any  person  serving  as  a  primary 
caregiver  regardless  of  the  familial  relationship  the 
caregiver  has  with  the  victim.     it  has  been  renamed  the 
Caregiver  Burden  .qcalp.     while  the  original  format  required 
the  assessment  be  a  personal  interview,  the  current  22 -item 
version  is  well  suited  for  self -administration,  or  can  be 
used  in  conjunction  with  an  interview.     It  can  be  completed 
in  5  minutes  or  less.     Caregivers  are  asked  to  respond  to  a 
series  of  questions  about  the  impact  of  the  patient's 
disabilities  on  their  life.     For  each  item,  caregivers  are  to 
indicate  how  often  they  have  felt  that  way,  i.e.,  never, 
rarely,  sometimes,  quite  frequently,  or  nearly  always. 
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The  Caregiver  Burden  Scale  was  developed  as  a  composite 
measure,   combining  different  dimensions  of  caregivers' 
perceptions  of  burden  in  the  areas  of  caregiver's  health, 
psychological  well-being,   finances,  social  life,  and  the 
caregiver's  relationship  with  the  family  member  in  need  of 
care.     It  has  been  used  primarily  in  research,  and  norms  have 
not  been  developed  to  indicate  different  levels  of  burden, 
but  total  scores  can  indicate  changes  in  the  caregiver's 
level  of  burden  over  a  period  of  time.     The  authors  have 
identified  two  discrete  domains,  personal  strain   (items  1,  4, 
5,   8,   9,   14,   16,   17,   18,   19,   20,   and  21)   and  role  strain 
(items  2,   3,   6,   11,   12,  and  13).     Items  are  presented  as 
statements  relating  to  feelings,   fears,   and  frustrations 
associated  with  the  tasks  of  caregiving.     Responses  are  0  = 
"Never,"  1  =  "Rarely,"  2  =  "Sometimes,"  3  =  "Quite 
Frequently,"  or,  4  =  "Nearly  Always."    Total  burden  scores 
are  computed  by  summing  response  values  across  items  for  the 
entire  instrument. 

Using  Cronbach's  alpha,   internal  consistency  reliability 
for  the  Caregiver  Burden  Scale  has  been  reported  at  .79 
(Barber,  1988;  Touliatos,  Perlmutter,  &  Straus,   1990),  and 
.91   (Zarit  &  Zarit,   1990).     Test-retest  reliability  has  been 
reported  at  .71   (Zarit  &  Zarit,   1990).     Validity  has  been 
estimated  by  correlating  the  total  score  with  a  single  global 
rating  of  burden  (r  =  .71),  and  by  correlating  the  total 
score  with  the  Brief  Symptom  Inventory  (r  =  .41)  and  with 
subscales  of  the  Brief  Symptom  Inventory   (Zarit  &  Zarit, 
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1990) .     Zarit  reports  correlations  between  burden  scores  and 
measures  of  mental  status,   duration  of  illness,  memory 
problems,  behavior  problems,  ADL  and  family  visits  to  be  very- 
low,  while  correlations  between  family  visits  and  burden  was 
significantly  related  (r  -  -0.48,  p  <  .01)    (Zarit,  Reever,  & 
Bach-Peterson,   1980)  . 

Family  Crisis  Orientated  Personal  Evaluation  Scales 

The  Family  Crisis  Orientated  Personal  Evaluation  Scales 
(F-COPES)   instrument,  developed  by  H.  McCubbin  and  associates 
(1981,   1982;  Fredman  &  Sherman,   1987;  Touliatos,  Perlmutter, 
Sc  Straus,   1990),   is  designed  to  measure  the  use  of  family  and 
other  resources  in  coping  with  crises  within  a  family.     It  is 
a  self-report  instrument  utilizing  a  5-point  Likert-type 
format.     The  instrument  consists  of  29  items  designed  to 
identify  problem-solving  and  behavioral  strategies  utilized 
by  families  in  difficult  situations.     Coping  strategies  are 
examined  in  terms  of  reliance  on  resources  available  within 
the  family  and  on  those  external  to  the  immediate  family. 
The  authors'    (McCubbin,  Larsen,  &  Olson,  1982) 
conceptionalization  of  family  responses  to  crises 
incorporates  Hill's  Double  ABCX  Model   (Patterson  &  McCubbin, 
1983),  which  is  an  adaptation  of  Lazarus'  cognitive  model  of 
stress   (Bakal,   1979),  with  family  systems  theories.  The 
F-COPES  was  designed  to  measure  the  family's  coping 
strategies  within  the  family  and  the  family's  coping  patterns 
with  the  community.     The  family  typically  responds  to  a 
stressor  (a)  by  assessing  the  available  resources  (immediate 


and  extended  family,   friends,  social  support  networks) 
(b)   and  then  attaches  a  "meaning"    (c)   to  the  situation.  It 
is  this  meaning,   or  interpretation,   of  the  event  that 
determines  the  family's  behavioral  responses  (Alger,   197  6; 
Balgopal  &  Vassil,   1983;  Cohen  &  Lazarus,   1979;  Hanson,  1989; 
Fuerstein,   Labbe,  &  Kuczmierszyk,   1986) .     Family  coping 
strategies  are  not  created  in  a  single  instant,   nor  in 
isolation  from  other  family  life  events,  but  are 
progressively  modified  over  time.     This  modification  gives  • 
rise  to  the  "Double"  ABCX  model. 

The  29  items  in  F-COPES  are  grouped  into  five  coping 
subscales.     The  subscales  are  identified  as   (1)  acquiring 
social  support,    (2)   re framing  family  problems,    (3)  seeking 
spiritual  support,    (4)  Peeking  out  community  resources,  and 
(5)   family  passivity.     Each  subscale  contains  four  to  nine 
items.     Response  options  range  from  strongly  disagree  to 
strongly  agree  and  are  scored  1  to  5. 

Summed  scores  are  obtained  within  each  category  and  for 
the  instrument  as  a  whole.     Administration  time  is 
approximately  10  minutes.     Norms  are  available  for  adult  male 
and  female  subjects.     The  original  sample  norms  for  the 
instrument  were  drawn  from  a  University  of  Minnesota 
Extension  class  largely  consisting  of  working  professionals 
from  the  human  services  fields.     A  second  sample  (N  =  2,740) 
was  used  to  replicate  the  original  findings  in  1982. 

Cronbach's  alpha  is  reported  to  range  from  .63  to  .86 
for  the  individual  subscales  with  an  overall  F-COPES  alpha  of 
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.77  to  .86   (McCubbin,   Larsen,  &  Olson,   1981;  Touliatos, 
Perlmutter,   &  Straus,    1990).     Test-retest  reliability  over  a 
period  of  4  to  5  weeks  is  reported  to  be  .71  to. 81  for  the 
combined  scale  (McCubbin,  Larsen,  &  Olson,   1981;  Touliatos, 
Perlmutter,  &  Straus,   1990)  and  to  range  from  .61  to  .95  for 
the  individual  subscales  (Touliatos,  Perlmutter,  &  Straus, 
1990).     Construct  validity  was  determined  by  factor  analysis 
with  varimax  rotation  resulting  in  eigen  values  greater  than 
1. 

Primary  Communication  Inventorv-Partner  (PCI-P) 

The  Primary  Communication  Inventory-Partner  (PCI-P), 
developed  by  Locke,  Sabagh,  and  Thomes   (1956)  was  designed  to 
measure  communication  between  husbands  and  wives.     Because  of 
the  lack  of  specific  instruments  designed  to  measure 
communication  between  family  members  other  than  spouses,  the 
PCI-P  was  used  altering  the  wording  from  "spouse"  to  "family 
member."     The  PCI-P  is  a  25-item  questionnaire  using  a 
5-point  Likert-type  response  format.     Items  are  in  the  form  ^ 
of  questions  in  which  respondents  are  asked  to  indicate  from 
"very  frequently"  to  "never"  how  often  certain  types  of 
communication  take  place.  ■ 

Subscores  are  computed  for  sections  dealing  with 
nonverbal  and  verbal  communication,  containing  7  and  18 
items,  respectively.     Scoring  is  accomplished  by  summing  the 
number  indicated  by  the  respondent.     Higher  scores  indicate 
greater  frequency  and  comfort  in  communication.     Validity  has 
been  established  by  measuring  correlations  of  the  PCI  with 
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the  Marital  Relationship  Inventory  by  Narvan  which  was  .82 
(Touliatos,   Perlmutter,   &  Straus,   1990) . 


CHAPTER  3         '        4     .  ; 
METHODOLOGY  '    '  . 

Statement  of  Purpose        -  ' 
The  purpose  of  this  study  was  two- fold.     First,  a 
psychoeducational  intervention  was  developed  for  the  families 
of  Alzheimer's  patients  to  assist  them  in  coping  with  the 
stresses  associated  with  caring  for  their  ill  family  member. 
Second,   the  impact  of  this  intervention  was  assessed  by 
examining  four  areas  of  expected  change  in  the  participants 
prior  to  and  following  completion  of  the  intervention.  The 
four  areas  of  potential  impact  were  (a)  perceptions  regarding 
the  extent  of  isolation  experienced  by  the  caregiving  family 
members,    (b)  perceptions  regarding  the  nature  of  the 
caregiving  burden,    (c)  perceptions  of  readiness  and  ease  of 
family  communication,  and  (d)  preferences  for  using  community 
resources  in  coping  with  the  demands  of  the  illness. 

Research  Design 
In  this  study,  a  randomized  pretest -posttest  design  was 
utilized.     Following  an  initial  screening,  program 
participants  were  randomly  assigned  to  a  control  or  treatment 
group.     Subjects  in  each  group  were  assessed  at  two,  different 
times  on  four  criterion  measures:     (a)  extent  of  isolation 
experienced,    (b)  perceptions  of  caregiver  burden,    (c)  extent 
of  coping  resource  utilization,  and  (d)  ease  of  family 
communication.     Both  groups  were  first  administered  the 
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pretest  measures ;  the  experimental  group  was  then 
administered  the  treatment.     Both  groups  were  subsequently  be 
retested  on  the  criterion  measures.     The  intervention  was 
then  offered  to  the  control  group  as  a  delayed  treatment. 
This  design  is  represented  graphically  as 

R        Oj^      X  O2 

R        Oi  O2  X 

Criterion  Variables 
Sense  of  isolation  refers  to  the  degree  to  which  the 
caregiving  family  actively  and  passively  perceive  themselves 
as  separated  from  each  other,  extended  family  members, 
friends,  and  acquaintances  in  the  community  with  which  they 
previously  interacted.     This  data  was  gathered  through  the 
use  of  the  Alzheimer's  Disease  Family  Survey. 
Perceptions  of  Careaiving  Burden 

Perceived  caregiving  burden  consists  of  both  perceptions 
of  the  subjective  burden  and  the  objective  burden  of 
caregiving.     Subjective  burden  refers  to  those  caregiver 
attitudes  toward  or  emotional  reactions  to  the  caregiving 
experience.     Objective  burden  refers  to  the  extent  of 
disruptions  or  changes  in  various  aspects  of  the  caregiving 
family  member's  life  and  household  (Montgomery,  Gonyea,  & 
Hooyman,  1985)  .     This  information  was  gathered  by  means  of  a 
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paper  and  pencil  instrument  known  as  the  Caregiver  Burden 
Scale   (Zarit,   Reaver,   &  Bach-Peterson,   1980)  . 
Ease  of  Communication 

The  perceived  ability  and  ease  with  which  family  members 
exchange  ideas,   information,   and  emotions  with  one  another. 
This  data  was  gathered  through  the  use  of  the  Primary 
Communication  Inventory-Partner  (PCI-P)    (Locke,  Sabagh,  & 
Thomes,   1956)  . 
Resource  Utilization 

This  variable  refers  to  the  extent  to  which  caregiving 
family  members  are  aware  of  and  actively  seek  out  community 
coping  resources  in  order  to  better  cope  with  the  demands  of 
the  illness.  This  information  was  gathered  by  means  of  the 
Family  Crisis  Oriented  Personal  Scales  (F-COPES)  (McCubbin,, 
Olson,  &  Larsen,   1981) . 

Sample 

The  population  of  interest  for  this  study  consisted  of 
families  of  persons  diagnosed  with  Alzheimer's  disease,  drawn 
from  Central  and  East-Central  Florida.     Subjects  involved  in 
this  study  were  those  families  who  were  caring  for  ill  family 
members  in  the  home.     To  be  included  in  the  study,  subjects 
had  to  meet  the  following  criteria.     First,   the  family 
members  needed  to  be  physically  and  emotionally  stable  enough 
to  meet  with  the  groups  regularly.     Second,  only  those  family 
units  able  to  send  multiple  family  members  were  accepted  as 
participants.     Third,   a  minimum  of  two  members  was  required 
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for  family  inclusion.     If  there  were  circumstances  in  which, 
due  to  geographical  limitations,  a  primary  caregiver  of  an  AD 
family  member  did  not  have  a  relative  available,  a  close 
friend  and  supporter  who  agreed  to  commit  to  participate  in 
the  entire  6-week  period  was  considered  a  family  member. 
Fourth,  participants  were  required  to  be  free  from  mental  and 
physical  disabilities  that  would  prevent  them  from 
participating  fully  in  the  group.     Fifth,   participants  could 
not  be  currently  participating  in  other  mental  health 
treatments  that  could  confound  the  results  of  this  treatment. 

A  total  of  19  families   (38  persons) ,   9  treatment 
families  and  10  control  families  served  as  the  sample  for 
this  study.     Treatment  group  members  participated  in  one  of 
three  offerings  of  the  treatment  program,  comprised  of  4,  3-, 
and  3  families  respectively.     (The  group  size  was  limited  to 
4  families  per  group. ) 

Studies  involving  national  samples  have  identified 
several  salient,  common  features  associated  with  families 
caring  for  Alhzeimer's  victims  (Comptroller  General  of  the 
U.S.,  1977;  George  &  Gwyther,  1986).    These  include  social, 
economic,  mental,  physical,  and  activities  of  daily  living. 
Activities  of  daily  living  (ADD  are  those  daily  maintenance 
behaviors  associated  with  eating,  dressing,  bathing,  and 
grooming.     in  the  George  and  Gwyther  study,   71%  of  the 
caregivers  were  female,  the  mean  age  was  57,  with  a  range  of 
21  to  90.     The  relationship  between  patient  and  caregiver  was 
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identified  as   (a)  spouse  =  54%,    (b)  adult  child  =  32%,  and 
(c)   other  =  14%. 

Most  of  the  caregiving  family  members  participating  in 
this  study  were  expected  to  be  female  and  related  to  the  AD 
victim  as  either  spouse  or  an  adult  child.     It  was  expected 
that  the  sample  group  would  be  representative  of  the  national 
population,  with  some  exceptions.     Because  Florida  is  a 
retirement  area  which  draws  older  families  from  various 
geographical  regions,   it  was  expected  that  there  would 
probably  be  a  greater  number  of  fragmented  families,   that  is, 
dyadic  parents  who  have  children  and  siblings  living  in  other 
states.     It  was  expected  that  a  mixed  degree  of  severity  of 
illness  would  be  represented,  i.e.,  ranging  from  mild  (with 
AD  being  recently  diagnosed)  to  severe  (with  the  AD  victim  • 
demonstrating  symptoms  of  severe  dementia) . 

In  fact,  the  Alzheimer's  Disease  Family  Survey  indicated 
79%  of  the  caregivers  were  female,  with  a  mean  age  of  66, 
only  slightly  greater  than  the  national  survey.     The  study's 
participants'   ages  ranged  from  45  to  81,  with  a  standard 
deviation  of  11  years.     The  relationship  between  patient  and 
caregiver  was  identified  as  (a)  spouse  =  78%  and  (b)  adult 
child  =  22%.     All  of  the  primary  caregivers  were  married  and 
approximately  50%  were  living  in  single  generation  settings. 
The  issue  of  social  isolation  is  particularly  noted  from  the 
fact  that  58%  of  the  families  had  one  or  no  other  family 
members  helping  the  family  with  the  daily  caregiving  tasks. 
The  level  of  education  decreased  with  32%  reporting  high 


school  level  and  21%  each  reporting  trade  school  or  1  to  2 
years  of  college.     Data  summarizing  the  sociological  status 
of  the  subjects  was  obtained  from  the  primary  caregivers 
participating  in  the  study  on  the  Alzheimer's  Disease  Family 
Survey  and  is  summarized  in  Table  3.1. 

The  AD  family's  economic  status  was  a  major  factor  to  be 
considered  in  the  caregiver's  ability  to  provide  care  for  an 
extended  period  of  time  while  maintaining  their  sense  of 
personal  and  emotional  integrity.     Most  of  the  families  (72%) 
had  a  reported  income  of  $2,500  or  more  per  month,  73% 
reported  employment  status  as  "retired, "  and  monthly  housing 
expenses   (rent  or  mortgate)  was  reported  to  be  less  than  $500 
by  74%  of  those  reporting.     Over  75%  of  the  participants 
reported  their  "level  of  economic  well-being"  as  being  "OK"' 
or  "Good."     Economic  status  indicators  of  the  study's 
participants  are  summarized  in  Table  3.2. 

To  appreciate  the  extent  of  demands  for  caregiving 
required  by  the  AD  victim,  information  was  collected  about 
the  AD  patients'  current  functioning  and  previous  status. 
More  than  70%  of  the  AD  patients  were  reported  to  be  over  65 
years  old;  more  than  35%  over  75  years  of  age.  Approximately 
50%  were  male.    The  patients'  level  of  formal  education  was 
primarily  high  school   (73%).     The  sample  reported  47%  of  the 
patients  demonstrated  symptoms  identified  with  AD  3  years  or 
less;   42%  reported  having  received  the  diagnosis  formally 
less  than  1  year  prior  to  this  study,   and  42%  of  those 
involved  in  the  study  identified  the  patients'   level  of 
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Table  3.1 


Frpaiipnnv  ni  shr i  bur. i  on  of  Descriotive 

Variables  for 

the 

Primarv  Careaiver  Subsample 

Total  Subsample  =  19 

Aae 

Number 

Percent 

<  -  45 

2 

11 

46  -  50 

0 

0 

51  -  55 

2 

11 

56  -  60 

0 

0 

61  -  65 

4 

21 

66  -  70 

6 

31 

71  + 

5 

26 

Total 

19 

100 

Sex 

Number 

p§rg§nt. 

Male 

4 

21 

Female 

15 

79 

Total 

19 

100 

Familv  Role  Status 

Number 

Percent 

Wife 

10 

53 

Husband 

A 

Daughter 

■■  r: 

26 

Son 

0 

0 

Other 

0 

0 

Total 

19 

100 

Table  3 . l--continued 
Marital  Status  


Number 


Percent 


Single 
Married 
Total 

Generations  in  Home 


0 

19 
19 


0 

100 
100 


Number  Percent 


One  generation  family 
Two  generation  family 
Total 

Other  Members  Providing  Care 


10 
9 

19 

Number 


53 
47 
100 

Percent 


None 

0  to  1 

1  to  2 

2  to  3 
Total 

Educational  Level 


2 
11 
2 
4 

19 

Number 


11 
58 
11 
20 
100 

Percent 


High  School 
Business /trade  school 
1-2  yrs.  college 
4  yrs.  college 
Graduate  School 
Total 


6 
4 
4 

2 
3 

19 


32 
21 
21 
10 
16 
100 


impairment  as  "slight."     This  trend  is  continued  in  the  low 
number  (57%)  of  patients  reported  to  be  taking  no  prescribed 
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medications.     Information  as  to  the  sex,   age,   level  of 
education,  and  date  of  diagnosis  of  the  illness,  collected 
from  the  family  members  by  means  of  the  AD  Familly  Survey, 
are  described  in  Table  3.3. 


Table  3.2  ■'       ,  ? 

Freauencv  Distribution.   Family  Economic  Status  Variables 


Careaivers  Emolovment  Status 

Number 

Percent 

Full  time 

2 

13 

Part  time 

2 

13 

Retired/disabled 

11 

74 

X  ±^  O  O  J-  1.  ±\J       LJCi  \^  Ci 

-L  D 

1  (in 
xuu 

Monthly  Household  Income 

Number 

Percent 

0        -  $499 

0 

0  • 

$  500     -  $999 

2 

11 

$1000     -  $1499 

1 

6 

$1500     -  $2499 

2 

11 

$2500  + 

13 

72 

Missing  Data 

18 

100 

Monthly  Housina  Exoense 

Number 

Percent 

0       -  $249 

8 

42 

$  250     -  $499 

6 

32 

$  500     -  $999 

5 

26 

$1000  + 

0 

0 

Total 

19 

100 
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Table  3 . 2 --continued 


Financial  Assistance 

Number 

Percent 

None 

0 

100% 

Economic  Well-Beino 

Number 

Percent 

Very  poor 

2 

11 

Poor 

2 

11 

OK 

10 

52 

Good 

5 

26 

Very  good 

0 

0 

Total 

19 

100 

Table  3.3 

Freauencv  Distribution  of 

Descriptive  Variables  for 

Pati  ent 

Samole 

Aae 

Number 

Percent 

65  or  younger 

0 

0 

65  to  70 

4 

21 

70  to  75 

8 

42 

75  to  80 

2 

11 

80  + 

6 

26 

Total 

19 

100 

Sex 

 Number 

Percent 

Male 

10 

53 

Female 

9 

47 

Total 

19 

100 
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Table  3 . 3 --continued 


Educational  Level 

Number 

Percent 

High  School 

8 

73 

Business /trade  school 

0 

0 

1-2  yrs.  college 

1 

9 

4  yrs.  college 

2 

18 

Graduate  School 

0 

0 

Missing  Data 

11 

100 

Lenath  of  Time  Demonstratina  AT)  Svmntoms 

Number 

Percent 

3  yrs.  or  less 

9 

47 

3  to  5  yrs . 

4 

21 

5  to  10  yrs. 

0 

0 

10     +  yrs. 

6 

32 

Total 

19 

100 

Lenath  of  Time  Since  Diannosis 

Number 

Percent 

1  yr.  or  less 

8 

42 

1  to  2  yrs. 

5 

26 

2  to  3  yrs. 

4 

21 

3  to  4  yrs. 

"■- 

11 

Total 

■i' 

.  100 

Decree  of  Imnairment 

Number 

Percent 

Slight 

o 
o 

Moderate 

6 

32 

Severe 

5 

26 

Total 

19 

100 
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Table  3 . 3 --continued 


Number  of  Current  Medications 

Number 

Percent 

0 

11 

57 

1 

2 

11 

2 

4 

21 

3 

0 

0 

4 

0 

0 

5 

2 

11 

Total 

19 

100 

One  of  the  significant  issues  associated  with  this  study 
had  to  do  with  the  AD  family's  ablity  to  maintain  contacts 
with  the  larger  community.     It  was  hypothesized  that  the 
family  could  resist  "burnout"  and  continue  to  function  well- 
internally,   if  they  maintained  their  functioning  in  the 
external  environment.     One  of  the  ways  family  members  ' 
maintain  contact  with  the  social  environment  is  through 
engaging  in  activities  designed  around  managing  the  illness 
itself   (e.g.,  medical  visits,  therapy,  socialization).  it 
was  assumed  that  even  if  the  caregiving  family  member  is 
experiencing  social  contact  through  being  involved  in 
providing  care  for  the  AD  patient,   they  experienced  positive 
benefits  from  those  interactions.     Telephonic  contact  was  a 
major  vehicle  of  communication  with  the  "outside  world"  for 
this  group,  with  79%  of  the  families  reporting  daily  phone 
calls.     Weekly  social  activities,   identified  as  church  and/or 
club  metings,  were  less  often  reported  (11%  for  6  meetings 
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per  week),  but  were  still  very  important  in  the  families' 
socialization.     This  may  be  a  product  of  previously  mentioned 
tendencies  of  the  family  to  start  to  become  isolated  from 
their  social  environment.     While  68%  of  the  subjects  reported 
positively  to  the  question  "Do  you  think  you  would  benefit 
from  increased  social  contact  from  friends  and  relatives?"  a 
surprising  32%  responded  "No"  or  "Undecided."     Fully,   66%  of 
those  responding  indicated  they  were  involved  in  one  or  less 
community  agencies  specifically  targeting  AD  families.  Table 
3.4  provides  some  insight  to  the  nature  of  family  members' 
contacts  in  the  external  social  community  and  the 
professional  caregiving  community. 

One  of  the  principal  causes  for  the  AD  patient  to 
experience  increased  disability  in  the  home  is  the 
caregivers'   inability  to  maintain  appropriate  care.     It  has 
been  suggested  that  the  AD  patient's  well-being  is  primarily 
predicated,  not  on  the  patient's  level  of  functioning,  but  on 
the  caregiver's  level  of  functioning.     It  is  assumed  that  if 
the  caregiver  is  managing  his  or  her  own  social  and  physical 
health  needs  well,   they  will  be  better  able  to  provide  for 
the  AD  patient,     if  not,  the  patient's  needs  will  suffer  and 
the  patient  may  need  to  be  institutionalized  for  caregiving. 
Fifty-eight  percent  of  the  caregivers  reported  spending 
between  9  and  12  hours  each  day  in  direct  care  provision  for 
the  AD  patient.     The  caregivers,  themselves,  reported  that 
68%  had  no  personal  health  problems,   42%  used  no  prescribed 
medications  on  a  daily  basis,  and  42%  had  no  doctor's  visits 
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Table  3.4 

Frequency  Distribution  of  Social  Contact  Variable  for  Sample 


Number  of  Weekly  Telephone  Contacts 

Number 

Percent 

None 

0 

0 

0 

n 

2  to  6  per  week 

4 

21 

1  per  day  + 

15 

79 

Total 

19 

100 

Number  of  Week  Social  Activities 
Attended 

Number 

Percent 

None 

0 

0 

1  to  2 

4 

21 

3  to  5 

13 

68 

6  + 

2 

11  • 

Total 

19 

100 

Preference  for  Increased  Social 

Number 

Percent 

Yes 

13 

68 

No 

4 

21 

Undecided 

2 

11 

Total 

19 

100 

Numbers  of  Communitv  Resources 
Involved  In 

Number 

Percent 

0 

4 

22 

1 

fi 

A  A 

2 

4 

22 

3 

2 

12 

Missing  Data 

18 

100 

90 

during  the  past  6  months.     Dedication  to  the  caregiving  task 
is  suggested  in  that  no  caregiver  reported  being  too  sick  to 
work  around  the  house  in  the  past  6  months,   in  fact,   100%  of 
the  subjects  reported  their  health  as  "OK"  or  "excellent." 
The  caregivers'   self -reported  level  of  personal  life 
satisfaction  was  rated  as  "poor"  to  "very  poor"   for  63%  of 
this  sample.     Table  3.5  speaks  to  the  caregiver's  relative 
degree  of  physical  functioning  in  the  home  and  community. 

Table  3.5 

Frequency  Distribution  of  Physical  Health  Variable  for  the 
Primary  Caregiver  Subsample 


Hours  Per  Dav  Devoted  to  Patient  Care 


Number  Percent 


0  to  4 
5  to  8 
9  to  12 
12  + 
Total 

Personal  Health  Problems 
None 
One 
Two 
Five  + 
Total 


6 
2 
0 

11 
19 


13 
0 
4 

2 

19 


31 
11 
0 

58 

100 


Number  Percent 


68 
0 
21 
11 
100 
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Table  3 . 5--continued 


Prescription  Druas  Used 

Number 

Percent 

None 

8 

42 

1    to  3 

c 
0 

4  to  8 

5 

26 

8  + 

0 

0 

Total 

19 

100 

Number  of  Doctor's  Visits  Number  Percent 

8  42 

6  32 

4  21 

0  '  0 

1  5 

19    ] ' ;  100 


D^YS  of  Illness  Number  Percent 

None  19  100 

Hours  Per  Dav  in  Hobhi  es/Rel       ng  Number  Percent 

0  to  4  8  42 

5  to  8  8  42 

9  to  12  2  11 

12  .  15 

Total  19  ■  ]^QQ 


None 
1  to  3 
4  to  8 
9  to  12 
12  + 
Total 


i 
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Table  3 . 5--continued 


Current.  Health  Status 

Number 

Percent 

Poor 

0 

0 

OK 

17 

89 

Excellent 

2 

11 

Total 

19 

.  100 

Level  of  Life  .-Satisfaction 

Number 

Percent 

Very  poor 

4 

21 

Poor 

8 

42 

OK 

6 

32 

Good 

1 

5 

Very  good 

0 

0 

Total 

19 

100 

Instrumentation 

There  were  four  instruments  used  in  the  study:    (a)  the 
Alzheimer's  Disease  Family  .gnr^^Py     (b)   the  Caregiver  RnrdPn 
<c)   the  Family  Crisis  Orientated  Personal  F.valuation 
Sgglgp  (F-roPK.S),  and  (d)  a  version  of  the  Primary 
Communication  Inventory. 
Alzheimer's  ni.sease  Family  .qnrvey 

The  Alzheimer's  Disease  Family  Survey  was  used  to 
collect  data  identifying  socio-demographic  characteristics  of 
the  sample  families.     In  addition,   information  concerning  the 
frequency  and  types  of  contacts  made  by  the  family  members  of 
AD  victims  with  other  family  members  and  outside 


organizations  was  collected.     The  information  was  collected 
during  the  initial  interview  held  by  the  group  leader  with 
the  potential  group  participants  and  selected  portions  of  the 
survey  repeated  at  the  conclusion  of  the  intervention.  Items 
for  the  survey  (see  Appendix  A)  were  drawn  from  items  used  in 
a  study  of  older  persons  in  Cleveland,  Ohio  (Comptroller 
General  of  the  United  States,   1977),   in  a  study  on  dementia 
(U.S.  Congress,  Office  of  Technology  Assessment,   1987),  in 
work  by  several  other  private  investigators   (George  & 
Gwyther,   1986;  Gonzalez,  Steinglass,  &  Reiss,   1989;  Zarit, 
Reever,  &  Bach-Peterson,  1980)  . 
Caregiver  Burden  Scale 

The  Caregiver  Burden  Scale,  developed  by  Steven  H.  Zarit 
and  Judy  Maes  Zarit  in  1983   (Touliatos,  Perlmutter,  &  Straus, 
1990;  Zarit,  Orr,  &  Zarit,  1985;  Zarit  &  Zarit,   1983;  Zarit  & 
Zarit,   1990),   is  a  22-item,   5-point  Likert  scale  self-report 
instrument  designed  to  assess  the  responses  of  family  members 
serving  as  primary  caregivers  to  the  elderly  and  senile. 
Items  are  presented  as  statements  relating  to  feelings,  fears, 
and  frustrations  associated  with  the  tasks  of  caregiving. 
Responses  are  0  =  "Almost  Never, "  1  =  "Rarely, "  2  = 
"Sometimes,"  3  =  "Quite  Frequently,"  and  4  =  "Nearly  Always." 
The  instrument  was  designed  to  assess  perceived  burden  in  the 
areas  of  a  caregiver's  health,  psychological  well-being, 
finances,   social  life,  and  the  caregiver's  relationship  with 
the  family  member  in  need  of  care.     While  the  instrument  was 
initially  developed  to  be  used  with  husbands  and  wives,  it 
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has  been  modified  for  use  with  primary  caregivers  other  than 
spouses.     Total  burden  scores  are  computed  by  summing  response 
values  across  items  for  the  entire  instrument. 

The  author  indicates  that  the  instrument  has  primarily 
been  used  in  research  and  norms  have  not  been  developed. 
Internal  consistency  reliability  for  the  scale  is  reported  to 
be  .79   (Barber,   1988;  Touliatos,   Perlmutter,   &  Straus,  1990). 
Test  retest  reliability  is  reported  at   .71   (Zarit  &  Zarit, 
1990).     Zarit  reports  correlations  between  burden  scores  and 
measures  of  mental  status,  duration  of  illness,  memory 
problems,  behavior  problems,  ADL  and  family  visits  to  be  very 
low  (Zarit,  Reever,  &  Bach-Peterson,   1980).     Validity  is 
reported  at  .71   (Zarit  &  Zarit,  1990). 

Family  Crisis  Orienteci  Personal  Evaluation  Scales  (F-COPE.q). 

The  F-COPES  instrument,  developed  by  H.  McCubbin  and 
associates   (Fredman  &  Sherman,   1987;  McCubbin  et  al.,  1981; 
1982;  Touliatos,  Perlmutter,  &  Straus,  1990),  was  designed  to 
measure  the  use  of  family  and  other  resources  in  coping  with 
crises  within  a  family.     it  is  a  self-report  instrument  * 
utilizing  a  5-point  Likert-type  format.     The  instrument 
consists  of  29  items  designed  to  identify  problem-solving  and 
behavioral  strategies  utilized  by  families  in  difficult 
situations.     Coping  strategies  were  examined  in  terms  of 
reliance  on  resources  available  within  the  family  and  on 
those  external  to  the  immediate  family.     Response  options 
ranged  from  strongly  disagree  to  strongly  agree  and  were 
scored  1  to  5 . 


95 

The  items  are  grouped  into  five  coping  subscales.  The 
subscales  are  identified  as   (a)   acquiring  social  support 
(9  items),    (b)   reframing  family  problems   (8  items),  (c) 
seeking  spiritual  support   {4  items) ,    (d)   seeking  out 
community  resources  (4  items),  and  (e)   family  passivity 
(4  items) . 

Summed  scores  are  obtained  within  each  category  and  for 
the  instrument  as  a  whole.     Administration  time  is 
approximately  10  minutes.     Cronbach's  alpha  is  reported  to 
range  from  .63  to  .83  for  the  individual  subscales  with  an 
overall  F-COPES  alpha  of  .86   (McCubbin  et  al.,   1981;  1982; 
Touliatos,   Perlmutter,  &  Straus,   1990).  Test-retest 
reliability  over  a  period  of  4  weeks  is  reported  to  be  .81 
for  the  combined  scale  (McCubbin  et  al.,   1981;  Touliatos,  , 
Perlmutter,  &  Straus,   1990)  and  to  range  from  .61  to  .95  for 
the  individual  subscales  (Touliatos,   Perlmutter,  &  Straus, 
1990).     Norms  are  available  for  adult  male  and  female 
subjects.     The  original  sample  norms  for  the  instrument  were 
drawn  from  a  University  of  Minnesota  Extension  class  largely 
consisting  of  working  professionals  from  the  human  services 
fields.     A  second  sample  (N  =  2,740)  was  used  to  replicate 
the  original  psychometric  values. 
Primary  Communication  Inventory-Partner  (PCI-P) 

The  Primary  Communication  Inventory  -  Partner'  (PCI-P) , 
developed  by  Locke,  Sabagh,  and  Thomes,  was  designed  to 
measure  communication  between  husbands  and  wives.     Because  of 
the  lack  of  specific  instruments  designed  to  measure 
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communication  between  family  members  other  than  spouses,  the 
PCI-P  was  used  altering  the  wording  from  "spouse"  to  "family 
member."     The  PCI-P  is  a  25-item  questionnaire  using  a  5- 
point  Likert-type  response  format.     Items  are  in  the  form  of 
questions  in  which  respondents  are  asked  to  indicate  from 
"very  frequently"  to  "never"  how  often  certain  types  of 
communication  take  place. 

Subscores  are  computed  for  sections  dealing  with 
nonverbal  and  verbal  communication,  containing  7  and  18 
items,   respectively.     Scoring  is  accomplished  by  summing  the 
number  indicated  by  the  respondent .     Higher  scores  indicate 
greater  frequency  of  communication.     Validity  has  been 
established  by  measuring  correlations  of  the  PCI  with  the 
Marital  Relationship  Inventory,  by  Narvan  which  was  .82. 

Sample  Selection  Procedures 

Due  to  confidentiality  issues  and  lack  of  access  to 
medical  records,  the  participants  in  this  study  were  self- 
selected.     They  were  contacted  via  local  AD  support  groups, 
agencies  treating  AD  patients  such  as  the  Extended  Family, 
the  local  Veteran's  Administration  outpatient  clinic,  private 
physicians'  offices,  and  certain  community  organizations  such 
as  the  community  colleges  and  churches.     Letters  were  sent  to 
the  leaders  of  these  organizations  explaining  the  program  and 
introducing  the  researcher  and  group  leaders.     Those  persons 
responding  to  this  invitation  were  contacted  by  the  group 
leader,  provided  more  details  concerning  the  study  and 
screened  for  possible  inclusion  in  the  study.     As  potential 


participants  confirmed  their  willingness  to  participate  by 
signing  informed  consent  documents,   they  were  added  to  a 
roster  of  names.     This  roster  was  then  used  to  randomly 
assign  the  families  to  a  treatment  or  control  group.     When  6 
to  8  families  had  been  accumulated  on  the  roster,  the 
assignment  to  treatment  and  control  took  place  with  3  to  4 
families  being  assigned  to  each  group.     The  entire  roster 
development  and  group  assignment  process  was  repeated  3  times 
to  acquire  the  necessary  number  of  participants.  Prospective 
participants  were  interviewed  again  by  the  group  leaders 
during  an  introductory  interview  prior  to  the  group's  first 
meeting.     The  leaders  explained  the  group's  purpose  and 
methodology  to  the  participants  and  compiled  socio- 
demographic  data  via  the  AD  Family  Survey  (see  Appendix  A) .• 

Treatment  Procedures 

The  treatment  procedure  followed  tenets  of  an 
experimental  group  design  with  a  control  group.  The 
treatment  extended  over  a  6 -week  period  with  observations 
from  treatment  and  control  group  subjects  made  via  the 
instruments  noted  before  treatment  was  initiated  and  again  at 
the  end  of  the  treatment  process.     The  control  group  was 
subsequently  off erred  the  treatment. 

The  treatment  was  administered  by  having  the  group  of 
families  meet  weekly  for  6  weeks  for  90-minute  sessions.  The 
sessions  began  by  having  the  group  leaders  review  the 
previous  weeks'  topic  and  tie  that  topic  to  the  current 
week's  topic.    The  leader  then  introduced  the  current  topic  "  ' 
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in  a  15  to  20  minute  presentation  which  was  followed  by  group 
members'   input  and  dialogue.     Standard  housekeeping  issues 
such  as  introductions,   reminders  of  confidentiality,  written 
consents  for  recording  were  made.     The  only  deviation  in  the 
format  of  the  meetings  was  that  the  first  and  last  meetings 
were  held  in  the  typical  circular  fashion,   the  second,  third, 
fourth,  and  fifth  sessions  were  conducted  with  the 
participants  sitting  in  two  concentric  circles,  with  the 
identified  primary  caregiver  initially  sitting  on  the  inside 
circle  and  the  secondary  caregiver  occupying  the  seat  in  the 
outside  circle.     The  members  of  the  inner  circle  discussed 
the  issues  brought  up  by  the  group  while  the  members  of  the 
outer  circle  were  required  to  not  participate.     After  the 
members  of  the  inner  circle  had  processed  the  issues,   they  • 
exchanged  places  with  the  members  of  the  outer  circle  who 
then  discussed  the  same  issues,  while  the  members  of  the 
outer  circle  again  remained  silent.     The  group  terminated  the 
session  by  returning  to  one  larger  circle  and  considered  the 
broader  issues  of  (a)  being  able  to  speak  freely  with  others 
who  have  had  similar  experiences  and  (b)  being  able  to  hear 
the  comments  of  others  and  being  unable  to  respond  at  the 
time  the  comments  are  being  made.     The  purpose  of  the  altered 
seating  arrangement  was  to  intensify  the  potency  of 
communications . 

An  overview  of  the  content  of  each  session  appears 
below.     A  more  detailed  description  appears  in  the  "Treatment 
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Manual  for  Multi -Family  Group  Interventions  with  Alzheimer's 
Disease  Families"    (see  Appendix  C) . 

Session  one:     "Chronic  vs.  Acute  Illness."     This  session 
looked  at  differences  between  chronic  and  acute  illnesses, 
some  symptoms  of  AD,  and  families'   responses  to  these 
symptoms.     The  session  was  introduced  with  a  brief, 
personalized,   didactic  presentation  explaining,  with 
examples,   the  differences  between  chronic  and  acute  illnesses 
in  order  to  set  the  stage  for  the  participants'  discussion. 
The  group  then  was  encouraged  to  discuss  these  issues  among 
themselves . 

Segsipn  two:     "Stages  and  Needs."     This  session  explored 
the  development  of  an  illness  and  looked  at  the  commensurate 
changes  in  needs  the  family  experienced  in  the  illness' 
development  and  explored  the  associated  resultant  pressures 
which  caused  communication  and  developmental  changes  in  the 
family . 

Session  three:     "Changing  Roles,   Unchanging  Responses . " 
This  session  continued  with  the  developmental  concepts 
introduced  in  Sessions  One  and  Two  and  looked  at  the 
families'  responses  to  the  changes. 

Session  four:     "Cohesion;  Close  enough  to  relate.  Free 
enough  to  breathe."    This  session  looked  at  the  issues  of 
communication  and  flexibility  to  determine  the  optimum  level 
of  closeness  for  each  family. 

Session  five:     "Resource  Utilization."     This  session 
addressed  the  identification  of  and  utilization  of  available 
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resources.     These  resources  were  identified  as  coming  from 
the  family  itself  as  well  as  from  the  community. 

Session  six:     "Stress  Management."    This  session 

summarized  the  ideas  covered  and  explored  new  and  old  coping 
mechanisms  which  helped  the  families  manage  the  stressful 
tasks  of  caring  for  their  family  members.       -   ,■ f      Q  . 

Hypotheses 

The  following  hypotheses  were  addressed  in  the  study: 

1.  As  compared  to  a  nontreatment  control  group,  there 
is  no  significant  difference  by  group  from  pre  to  posttesting 
in  participants'  perceptions  of  family  isolation  as  measured 
by  the  Alzheimer's  Disease  Family  Survey. 

2.  As  compared  to  a  nontreatment  control  group,  there 
is  no  significant  difference  by  group  from  pre  to  posttesting 
in  participants'  perceptions  of  burden  as  measured  by  the 
Caregiver  Burden  Scale. 

3.  As  compared  to  a  nontreatment  control  group,  there 
is  no  significant  difference  by  group  from  pre  to  posttesting 
in  participants'  reported  utilization  of  coping  resources  as 
measured  by  the  F-COPES  Inventory. 

4.  As  compared  to  a  nontreatment  control  group,  there 
is  no  significant  difference  by  group  from  pre  to  posttesting 
m  participants'  reported  ease  of  communication  as  measured 
by  the  Primary  Communication  Inventory. 


CHAPTER  4 
RESULTS 


This  Study  was  designed  to  determine  whether  persons 
participating  in  a  psychoeducational  group  for  caregivers  of 
Alzheimer's  subjects  would  differ  from  persons  who  did  not 
participate  in  such  a  group  experience.     More  specifically, 
indices  of  the   (a)  degree  of  social  contact  experienced, 
(b)   extent  of  psychological  burden  reported,    (c)   the  types  of 
coping  resources  utilized,  and  (d)   the  style  of  communication 
experienced  among  potential  caregivers  were  assessed  from  pre 
to  post  testing  for  treatment  group  participants  and  for  a 
matched  group  of  participants  who  did  not  receive  the 
treatment.     The  sample  consisted  of  38  persons  who  were 
involved  with  a  person  suffering  from  Alzheimer's  disease. 
In  this  chapter,   the  results  of  the  study  are  presented  as 
they  pertain  to  each  of  the  four  research  hypotheses  posed. 

Hypotheses  1 

Hi:     As  compared  to  a  nontreatment  control  group,  there 
is  no  significant  difference  by  group  from  pre  to  posttesting 
in  participants'  reported  level  of  social  activity  with  other 
persons  as  measured  by  the  Alzheimer's  Family  Survey. 

This  hypothesis  was  tested  by  calculating  student's 
t-test  for  correlated  samples  for  the  pre  and  posttest  means 
of  scores  indexing  participants'  reported  involvement  with 
other  persons  for  both  treatment  and  control  groups.     This  v 
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figure  was  obtained  from  one  of  the  items   (Item  8)  on  the 
Alzheimer's  Disease  Family  Survey  which  asks  participants  to 
report  the  number  of  visits  per  week  with  close  family  and 
friends.     The  t  values  assessing  the  reported  level  of 
involvement  with  other  persons  from  pre  to  posttesting  failed 
to  reach  significance  for  either  the  treatment  or  control 
groups   (see  Table  4.1).    The  null  hypothesis,  therefore, 
failed  to  be  rejected  (critical  value  =  1.86). 

Table  4.1 

Activity  Level:  Dependent  Sample  t-test.   Pretest,  and 
Posttest  Mean  Differences.  Treatment  and  Control 


Pretest 

Posttest 

Groups 

N 

Mean 

SD 

Mean 

SD 

t 

Treatment 

17 

1.89 

.93 

2.33 

.87 

1.51 

Control 

18 

2.00 

.94 

2.10 

.99 

0.23 

Hypothesis  2 

H2 :     As  compared  to  a  nontreatment  control  group,  there 
is  no  significant  difference  by  group  from  pre  to  posttesting 
in  participants'  perceptions  of  burden  as  measured  by  the 
Caregiver  Burden  Scale.  ■  , 

This  hypothesis  was  tested  using  a  two-way  analysis  of 
covariance   (ANCOVA)  with  treatment  group  (treatment  or 
control)  and  caregiver  status  (primary  or  secondary 
caregiver)  as  independent  variables,  and  the  posttest  score 
of  the  Caregiver  Burden  Scale  as  the  dependent  variable. 
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(This  scale  was  scored  so  that  the  higher  the  score,  the 
greater  the  perceived  psychological  burden  reported  by  the 
study  participant.)     Because  posttest  CBS  scores  were 
considered  to  be,   in  part,  a  function  of  initial  CBS  scores, 
as  well  as  a  function  of  treatment  effect,   the  analysis  of 
covariance  seemed  most  appropriate  as  a  statistical  control 
for  differences  in  initial  level  of  participants'  perception 
of  burden.     The  pretest  score  on  this  instrument  served  as 
the  covariate. 

As  Table  4.2  reveals,  there  were  differences  noted  in 
the  mean  scores  of  the  perception  of  burden  for  the  two 
groups  from  pre-  to  posttesting.     Since  the  ancova  assumes  no 
interactions  of  the  covariate  with  the  grouping  variables,  an 
interaction  model  was  first  run  to  test  this  assumption.  Tlie 
results  of  the  interaction  model,  shown  in  Table  4.3, 
revealed  that  not  only  were  there  significant  differences 
between  the  two  treatment  groups  at  posttesting   (F  =  40.04, 
p  <.001),  but  there  were  significant  interactions  between  the 
pretest  score  and  treatment  group  membership  (F  =  43.39, 
p  <.001)  and  between  treatment  group  and  caregiver  status 
(F  =  11.89,  p  <.01).     This  suggested  that  a  common  slope 
between  the  two  treatment  groups  could  not  be  assumed.  Since 
the  relationship  of  the  pretest  and  posttest  was  not  the  same 
in  the  treatment  and  control  groups,   the  analysis  of 
covariance  procedures  could  not  be  used  appropriately. 
Instead,  the  interaction  model  was  maintained  and  the 
interactions  were  examined. 
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Table  4.2 

Pretest  and  Posttest.  Means  and  Srandard  Deviations  bv 
Treatment  and  Control  Groups.  Burden  Scores 


Pretest 

Post test 

Groups 

N 

Mean  SD 

Mean  SD 

Treatment 

16 

68.18  15.82 

68.00  18.56 

Control 

18 

67.50  14.92 

67.83  13.05 

Table  4.3 

Analysis  of 

Covariance  (Interactional  Model)  of  Perceived 

Burden  Final 

Scores 

Adiusted  bv  Initial 

Burden  Scores 

Source 

df 

Sum  of 
Squares 

F 

PreBurden 

A 

1 

264.94 

3.57 

• 

Treatment 

B 

1 

2973 .04 

40.04*** 

Caregiver 
Status 

1 

31.61 

0.43 

Treatment 
Caregiver 

X 

(B  X  C) 

1 

882.65 

11.89** 

PreBurden 
Treatment 

X 

(A  X  B) 

1 

3222 .34 

43.39*** 

PreBurden 
Cargiver 

X 

(A  X  C) 

1 

0.18 

0.00 

Within 

27 

2005.01 

Total 

33 

6928.97 

*p  <.05,    **p  <.01,   ***p  <.001 
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Consequently,  a  multiple  regression  analysis  was 
performed  to  explore  the  differences  in  the  relationship 
between  pre-  and  posttesting  in  the  treatment  and  control 
groups  and  differences  in  the  treatment  effects  across  the 
caregiver  groups.     In  the  multiple  regression  analysis,  the 
initial  pretest  burden  score,   treatment  group  membership,  the 
caregiver  status,  and  the  interactions  of  pretest  burden 
score  and  treatment  group  membership,  and  of  caregiver  status 
and  treatment  group  membership,  served  as  predictors  for 
posttest  burden  score  for  the  participants.     As  depicted  in 
Table  4.4,  results  of  the  regression  analysis  revealed  that 
these  three  factors  significantly  contributed  to  predicting 
postburden  score  performance.     Approximately  71%  of  the 
variance  in  postburden  score  performance  was  explained  by  • 
these  factors. 

Using  the  resulting  regression  weights  to  assess  the 
relative  contribution  of  each  factor,   the  two  interactions 
were  examined  separately.     First,   the  interaction  of  the 
preburden  with  treatment  condition  can  be  seen  in  the 
following  equation  (Note  that  the  other  effects  in  the  model 
are  averaged  into  a  constant  -  K;  Treatment  is  coded  1  for 
treatment  group  and  0  for  control ) : 

Postburden  Score  =  K  +   (-103.55)    *Treatinent  + 
(-.49)   *Preburden  +  1.40  *Treatment  *Preburden 

This  resulted  in  a  specific  prediction  equation  for  the 
postburden  score  performance  of  the  treatment  group  as  .  ;  ^ 

follows:  '  ■■ 


Postburden  Score  =  K  +  (-103.55)  *1  +  (-.49)  *Preburden  +  1.40 
*1  *Preburden 

=  K  +    (-103.55)   +    (.91)  *Preburden 

In  turn,   the  resulting  prediction  equation  for  the 
postburden  score  performance  of  the  control  group  is 

Postburden  Score  =  K  +  (-103.55)  *0  +  (-.49)  *Preburden  +  1.40 
*0  *Preburden 

=  K  +   (-.49)  *Preburden 

Table  4 . 4 

Regression  Analysis  of  Pretest  and  Treatment  Group  Staus  on 
Posttest  Burden  Scores 

Variables  Regression  Stardard  t-test 

Coefficient  Error 


Intercept 

Treatment . 

Caregiver 
Status 

PreBurden 
Score 

Treatment  x 
Caregiver 

Treatment  x 
PreBurden 

Caregiver  x 
Burden 


111.28 
■103.55 
-21.18 

-0.49 

22.53 

1.40 

-0.01 


15.50 
16.12 
15.53 


7  . 18*** 
-6.42** 
-1.36 


0.21 


-2.38 


6.53 
0.21 


3 .45** 


6.59' 


0.22 


-0.05 


*p  <.05,    **p  <.01,   ***p  <.001 


107 


The  difference  in  the  equations  can  be  seen  in  Table 
4.5,  where  the  predicted  difference  between  the  treatment  and 
control  groups  are  given  for  preburden  scores  at  the  sample 
mean  and  one  and  two  standard  deviations  above  and  below  the 
mean.     The  pattern  in  the  table  suggests  that  the  treatment 
is  effective  in  reducing  burden  when  the  caregiver  begins  the 
treatment  at  the  preburden  mean  or  below,  with  an  increasing 
treatment  effect  for  lower  levels  of  preburden.  However, 
when  the  caregiver  starts  with  a  higher  preburden  level  the 
treatment  is  ineffective  in  reducing  burden.     From  the  two 
equations,   the  point  where  the  predicted  postburden  scores 
are  equal  is  at  a  preburden  level  of  73.96.     That  is, 
preburden  levels  below  73.96  show  a  positive  effect  for  the 
treatment,  while  preburden  levels  above  73.96  show  a  negative 
effect  for  the  treatment.  •-  - 

Table  4.5 

Predicted  Difference  Between  Treatment  and  Control  Subjects 
on  PostBurden 


M-2S 


M-S 


M 


M+S 


M+2S 


PreBurden 


36.11 


52 . 11 


67  .91 


83  .71 


99.51 


Predicted 
Difference* 


-52.72 


-30.60 


-8.48 


13.64 


35.76 


*Predicted  difference  is  the  predicted  treatment  postburden 
minus  the  predicted  control  postburden  (a  negative  value 
shows  lower  burden  for  the  treatment  group) 
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The  interaction  of  the  caregiver  with  treatment 
condition  can  be  seen  in  the  following  equation   (Note  that 
the  other  effects  in  the  model  are  averaged  into  a  constant  - 
K;  Treatment  is  coded  1  for  treatment  group  and  0  for 
control;  Care  is  coded  1  for  primary  caregiver  and  0  for 
secondary  caregiver) : 

Postburden  Score     =  K  +   (-103.55)    *Treatment  +    (-21.18)    *Care  + 
22.53   *Treatment  *Care  *     ,  ?  . 

This  resulted  in  a  specific  prediction  for  the 
postburden  score  performance  of  the  primary  caregivers  in  the 
treatment  group  as  follows: 

Postburden  Score     =  K  +   (-103.55)    *1  +    (-21.18)    *1  +  22.53   *1  *1 
=  K  +  (-102.20) 

In  turn,  the  resulting  prediction  for  the  postburden 
score  performance  of  the  primary  caregivers  in  the  control 
group  is 

Postburden  Score     =  K  +   (-103.55)   *0  +   (-21.18)   *1  +     22.53  *0  *1 
=  K  +  (-21.18) 

The  corresponding  prediction  for  the  postburden  score 
performance  of  the  secondary  caregivers  in  the  treatment 
group  is 

Postburden  Score     =  K  +    (-103.55)    *1  +   (-21.18)    *0  +  22.53   *1  *0 
=  K  +  (-103.55) 
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Finally,  the  corresponding  prediction  for  the  postburden 
score  performance  of  the  secondary  caregivers  in  the  control 
group  is 

Postburden  Score     =  K  +   (-103.55)    *0  +   (-21.18)    *0  +  22.53   *0  *0 


These  predictions  are  summarized  in  Table  4.6  as 
deviations  from  the  secondary  caregivers  in  the  control 
group.     As  can  be  seen,  the  largest  differences  are  that  the 
treatment  was  more  effective  than  the  control.     However,  the 
treatment  effect  was  slightly  more  effective  for  secondary 
caregivers  than  for  primary  caregivers.     The  predicted 
difference  between  the  treatment  and  control  groups  for 
secondary  caregivers  yielded  an  effect  of  103.55  favoring  the 
treatment  group.     In  contrast,  the  predicted  difference 
between  the  treatment  and  control  groups  for  the  primary 
caregivers  yielded  an  effect  of  81.02  favoring  the  treatment 
group  also.     Given  these  findings,  we  reject  the  null 
hypothesis  stating  there  were  no  significant  differences 
between  groups. 

Table  4.6 

PostBurden  Score  Performance  of  Treatment  and  Control  Qronps 
bv  Primary  and  Secondary  Caregiver 


=  K 


Caregiver 


Primary 


Secondary 


Treatment 


-102  .20 


-103 .55 


Control 


-21.18 


0 
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Hynothesis  3 

H3:     As  compared  to  a  nontreatment  control  group,  there 
is  no  significant  difference  by  group  from  pre  to  posttesting 
in  participants'  perceptions  of  coping  as  measured  by  the 
Family  Crisis  Oriented  Personal  Evaluation  Score  (F-COPES) . 

This  hypothesis  was  tested  using  a  two-way  analysis  of 
covariance   (ANCOVA)  with  treatment  group   (treatment  or 
control)  and  caregiver  status  (primary  or  secondary 
caregiver)  as  independent  variables,  and  the  posttest  score 
of  the  F-COPES  Scale  as  the  dependent  variable.      (This  scale 
was  scored  so  that  the  higher  the  score,   the  greater  the 
perceived  coping  ability  reported  by  the  study  participant.) 
Because  posttest  coping  scores  were  considered  to  be,  in 
part,  a  function  of  initial  coping  scores,  as  well  as  a 
function  of  treatment  effect,  the  analysis  of  covariance 
seemed  most  appropriate  as  a  statistical  control  for 
differences  in  initial  level  of  participants'  perception  of 
burden.     The  pretest  score  on  this  instrument  served  as  the 
covariate.     Again,  the  ANCOVA  assumes  no  interactions,   so  an 
interaction  model  is  reported  in  Table  4.7  to  test  this 
assumption.  M 

As  Table  4.7  indicates,  no  significant  interactions  were 
evidenced  in  the  scores  of  participants  in  the  two  treatment 
groups  from  pre  to  posttesting  on  the  quantity  of  coping 
strategies  utilized.     Furthermore,  the  ANCOVA  resulted  in 
nonsignif icance  for  all  effects  in  the  model.     Table  4.8 


Ill 


reports  the  means  for  F-COPES  and  lends  further  support  to 
the  lack  of  a  treatment  effect  on  coping. 


Table  4.7 

Analysis  of  Covariance  (Interaction  Model)  of  Perceived 
F-COPES  Final  Scores  Adjusted  bv  Initial  F-COPE5^  Scores 


Source 

df 

Sum  of 
Squares 

F 

PreF-COPES  A 

1 

314.17 

1.84 

Treatment  B 

1 

327.81 

1.92 

Caregiver 
Status 

1 

7.16 

0.04 

Treatment  x 
Caregiver  (B  x  C) 

1 

193.08 

1.13 

PreF-COPES  X 
Treatment   (A  x  B) 

1 

300.51 

1.76 

* 

PreF-COPES  X 
Cargiver  (A  x  C) 

1 

35.63 

0.21 

Within 

28 

4772.74 

Total 

34 

5953.89 

*p  <.05,    **p  <.01,   ***p  <.001 


Table  4.8 

Pretest  and  Posttest  Means  and  Standard  Deviations  bv 
Treatment  and  Control  Groups.   F-COPES  Scores 


Pretest 

Posttest 

Groups 

N 

Mean 

SD 

Mean 

SD 

Treatment 

17 

96. 

22 

13.12 

95 

.00 

14.83 

Control 

18 

93. 

15 

17.78 

96 

.28 

11.93 

112 

Given  this  evidence,  we  conclude  that  we  fail  to  reject 
the  null  hypothesis;   that  there  is  no  significant  difference 
between  the  treatment  and  control  group  scores  of  coping 
resources  use  from  pre  to  posttesting. 

Hypothesis  4 

H4:     As  compared  to  a  nontreatment  control  group,  there 
is  no  significant  difference  by  group  from  pre-  to  posttesting 
in  participants'   perceptions  of  their  communication  as 
measured  by  the  Primary  Communication  Inventory  -  Partner 
(PCI-P) . 

This  hypothesis  was  tested  using  a  two-way  analysis  of 
covariance   (ANCOVA)  with  treatment  group  (treatment  or 
control)  and  caregiver  status  (primary  or  secondary 
caregiver)  as  independent  variables,  and  the  posttest  scor^ 
of  the  PCI-P  as  the  dependent  variable.     (This  scale  was 
scored  so  that  the  higher  the  score,  the  greater  the  quality 
of  communication  reported  by  the  study  participants.) 
Because  posttest  PCI-P  scores  were  considered  to  be,   in  part, 
a  function  of  initial  PCI-P  scores,  as  well  as  a  function  of 
treatment  effect,  the  analysis  of  covariance  seemed  most 
appropriate  as  a  statistical  control  for  differences  in 
initial  level  of  participants'  perception  of  communication. 
The  pretest  score  on  this  instrument  served  as  the  covariate. 
The  assumption  of  equal  slopes  was  again  tested. 

As  Tables  4.9  and  4.10  reveals,  there  were  significant 
differences  noted  in  the  mean  scores  of  the  two  groups  on  the 
Primary  Communication  Inventory.     The  results  of  the 


interaction  model,  shown  in  Table  4.10,  revealed,  however, 

that  not  only  were  there  significant  differences  between  the 

treatment  and  control  groups  at  posttesting   (F  =  5.37, 

p  <0.03),   but  there  was  a  significant  interaction  between  the 

pretest  score  and  treatment  group  membership   (F  =  6.41, 

p  <.05).     This  suggested  that  a  common  slope  between  the  two 

treatment  groups  could  not  be  assumed.     Since  the  rates  of 

change  as  depicted  in  the  slope  of  the  two  groups  were  not 

equivalent,   the  analysis  of  covariance  procedure  could  not  be 

used  appropriately.     Instead,  the  interaction  model  was 

maintained . 

Table  4.9 

Pretest  and  Posttest  Means  and  Standard  Deviations  by 
Treatment  and  Control  Groups,  PCI-P  Scores 


Pretest 

Posttest 

Groups 

N 

Mean 

SD 

Mean  SD 

Treatment 

17 

82.39 

19  . 19 

83.94  14.02 

Control 

18 

81.20 

17.82 

80.89  14.53 

Consequently,  a  multiple  regression  analysis  was 
performed  to  explore  the  pattern  of  change  from  pre  to 
posttesting  in  the  two  groups.     In  the  multiple  regression 
analysis,   the  initial  pretest  communication  score,  treatment 
group  membership,  and  the  interaction  of  pretest 
communication  score  and  treatment  group  membership  served  as 
predictors  for  posttest  communication  scores  for  the 
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Table  4.10 

Analysis  of  Covariance  (Interaction  Model)  of  Perceived 
Communication  Final  Scores  Adjusted  by  Initial  Communication 
Scores 


Source  df  Sum  of  F 

Squares 


PrePCI-P  A 

1 

902.87 

7.16* 

Treatment  B 

1 

677.27 

5.37* 

Caregiver 
Status 

1 

21.52 

0. 17 

Treatment  x 
Caregiver   (B  x  C) 

1 

344.62 

2.73 

PrePCI-P  X 

1 1,        LlUtrll  L     \ /\    X  d) 

1 

808.47 

6.41* 

PrePCl-P  X 
Cargiver   (A  x  C) 

1 

0.33 

0.00 

Within 

28 

3531.81 

Total 

34 

6818.17 

*p  <.05,   **p  <.01, 

***p  <.001 

participants.  As 

depicted  in 

Table  4.11, 

results  of  the 

regression  analysis  revealed  that  these  factors  significantly 
contributed  to  predicting  post  communication  score 
performance.     Approximately  48%  of  the  variance  in  post 
communication  score  performance  was  explained  by  the      .  i% 
contribution  of  these  factors. 

Using  the  resulting  regression  weights  to  assess  the 
relative  contribution  of  each  factor,   the  level  of  post 
communication  score  was  predicted  for  participants  in  the 
treatment  group  and  the  control  group  by  means  of  the 
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Table  4.11 

Regression  Analysis  of  Pretest  and  Treatment  Group  Status  on 
Posttest  Communication  Scores 


Variables  Regression  Stardard  t-test 

Coefficient  Error 


Intercept 

85.56 

20.51 

4  . 17 

Treatment 

-49.96 

20.32 

-2.46 

Caregiver 

Status 

-15.02 

20 . 72 

-0 . 73 

PrePCl-P 
Score 

0.03 

0.23 

0.13 

Treatment  x 
Caregiver 

13.30 

8.05 

1.65 

Treatment  x 
PCI-P 

0.56 

0.22 

-2.53 

Caregiver  x 
PCI-P 

-0.01 

0.23 

-0.05 

*p  <.05,  **p 

<.01,   ***p  <.001 

following  general  equation  (with  the  other  effects  averaged 
into  a  constant-  K;  Treatment  was  coded  1  for  treatment  group 
and  0  for  control) : 

Postcoiranunciation  Score  =  K  +   (-49.96)   *Treatment  +  (0.03) 
*Precommunication  +  0.56  *Treatment  *Precoiranunication 

This  resulted  in  a  specific  prediction  equation  for  the 
postcommunication  score  performance  of  the  treatment  group  as 
follows : 
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Postcommunication  Score  =  K  +    (-49.96)    *1  +  (0.03) 
*Precommunication  +  0.56  *1  *Precommunication 

=  K  +    (-49.96)   +    (0.59)  *Precommunication 

In  turn,  the  resulting  prediction  equation  for  the 
postburden  score  performance  of  the  control  group  is 
Postcommunication  Score  =  K  +   (-49.96)    *0  +  (0.03) 
*Precommunication  +  0.56  *0  *Precoinmunication 

=  K  +   (0.03)  *Preburden 

The  difference  in  the  equations  can  be  seen  in  Table  4.12, 
where  the  predicted  difference  between  the  treatment  and 
control  groups  are  given  for  precommunication  scores  at  the 
sample  mean  and  one  and  two  standard  deviations  above  and 
below  the  mean.     The  pattern  in  the  table  suggests  that  the 
treatment  is  effective  in  increasing  communication  when  the 
caregiver  begins  the  treatment  above  the  precommunication 
mean,  with  an  increasing  treatment  effect  for  higher  levels 
of  precommunication.     However,  when  the  caregiver  starts  with 
a  lower  precommunication  level  the  treatment  is  ineffective 
and  at  the  lower  levels  of  precommunication  may  be 
detrimental.     From  the  two  equations,   the  point  where  the 
predicted  postcommunication  scores  are  equal  is  at  a 
precommunication  level  of  89.21.     That  is,  precommunication 
levels  above  89.21  show  a  positive  effect  for  the  treatment, 
while  precommunication  levels  below  89.21  show  a  negative 
effect  for  the  treatment.    Given  these  findings,  we  conclude 
the  null  hypothesis  cannot  be  rejected. 
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Table  4.12 

Predicted  Difference  Between  Treatment  and  Control  Subjects 
on  Postcommunication 


M-2S  M-S  M  M+S  M+2S 


Precommunication     44.8  63.3  81.8        100.3  118.8 

Predicted  -24.87       -14.51        -4.15  6.21  16.57 

Difference* 


*Predicted  difference  is  the  predicted  treatment 
postcommunication  minus  the  predicted  control 
postcommunication  (a  positive  value  shows  higher 
communication  for  the  treatment  group) 


CHAPTER  5 
DISCUSSION 


A  six  session  group  intervention  with  families  of 
Alzheimer's  disease  patients  was  designed  to  serve  as 
opportunity  to  both  increase  the  understanding  of  the  impact 
of  the  illness  on  family  functioning  while  caring  for  a 
chronically  ill  family  member  and  to  provide  families  with 
opportunities  to  improve  their  ability  to  cope  with  this 
family  stressor.     This  intervention  was  intended  to  impact 
the  families  by  decreasing  family  members'  sense  of  isolation 
and  their  perceived  level  of  burden  while  increasing  the 
families'   communication  effectiveness  and  coping  resource 
use.     The  participants  were  self -selected  and  randomly 
assigned  either  to  treatment  or  control  groups,  with  the 
treatment  administered  in  a  multiple  family  group  setting. 
The  topics  of  the  six  group  sessions  were  predetermined  and 
assessments  were  taken  prior  to  and  after  completion  of  the 
group  sessions.     The  results  of  the  analyses  of  these 
assessments  were  reported  in  Chapter  4.     in  this  chapter, 
these  results  will  be  discussed  along  with  limitations  of  the 
current  study,  suggestions  for  future  research,  and 
implications  of  the  study  will  also  be  described. 
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Discussion  of  the  Results 

Hypothesis  1 

The  first  hypothesis,  which  stated  that  there  would  be 
no  significant  difference  in  the  pre  and  posttest  results  for 
control  and  experimental  groups'  participants'  perception  of 
social  isolation  was  supported  by  the  data  in  this  study. 

Social  isolation  is  one  of  the  unwanted  effects  family 
caregivers  of  Alzheimer's  victims  might  expect  (Given, 
Collins,   &  Given,   1988).     Patients  and  families  will  often 
withdraw  from  social  contact,  actively  or  passively,  after 
receiving  the  diagnosis  of  a  chronic  illness  (Gwyther,  1990; 
Kiecolt-Glasser  et  al.,   1987;  Simank  &  Strickland,  1986). 
The  extent  of  the  family's  social  isolation,   in  fact,  has 
been  found  to  be  positively  correlated  with  the  degree  of  • 
victim  disability  (Kiecolt-Glasser  et  al.,  1987).  The 
families  will  often  increase  their  social  isolation  as  the 
time  increases  from  the  initial  time  of  diagnosis  (Abraham  & 
Neundorfer,  1990;  Cole,  Griffin,  &  Ruiz,   1986;  Zarit,  Orr,  & 
Zarit,  1985)  decreasing  the  number  of  contacts  with  the 
outside  world. 

It  was  expected  that  AD  families  would  reduce  their 
outside  social  contacts  as   (a)  the  severity  of  the  illness 
increased  and  (b)  subsequent  demands  on  the  caregiver 
increased  secondary  to  the  increased  disability  demonstrated 
by  the  AD  patient.     It  was  hoped  that  as  a  result  of  the 
group  intervention,   that  treatment  group  participants  would 
be  encouraged  to  maintain  or  even  expand  their  outside  social 
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contacts  rather  than  reduce  them.     Contrasted  with  this 
expectation,   the  study  participants  in  both  the  experimental 
and  control  groups  reported  a  high  level  of  social  contact 
through  church  and  club  meeting  attendance  throughout  the 
duration  of  the  research  study.     In  fact,   15  of  19  (79%) 
reported  3  or  more  meetings  attended  per  week,   in  addition  to 
their  caregiving  duties. 

It  is  interesting  to  note  that  13   (68%)  and  4   (21%)  of 
the  participants  responded  Yes,  and  No,  respectively  to  item 
11:    "Do  you  think  you  would  benefit  from  increased  social 
contact  from  friends  and  relatives,"  while  2   (11%)  responded 
"Undecided"  to  that  item.     it  is  uncertain  to  this  researcher 
the  meaning  of  the  "Undecided"  responses.     It  may  be  an  issue 
of  ambivalence,  or  perhaps  one  of  fear  of  seeing  others,  oc 
of  having  others  seeing  the  AD  family  in  it's  current  state 
of  functioning. 

It  is  to  be  noted  that  other  items  in  the  AD  Family 
Survey  addressing  social  isolation  produced  similarly 
positive  results.     Item  9,   for  instance,   in  the  Survey 
identified  the  number  of  reported  telephone  contacts  per  week 
between  the  caregiver  and  friends  and  family  members  as  being 
"once  a  day  or  more"  in  15  of  the  19  subjects  in  both 
treatment  and  control  groups  prior  to  the  intervention.  Not 
only  were  the  numbers  of  reported  telephonic  contacts  high  in 
treatment  and  control  groups,  reported  results  remained 
virtually  unchanged  from  pre  to  posttreatment .  Seventy-nine 
percent  of  the  participants  reported  having  telephonic 
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contact  with  others  more  frequently  than  daily  prior  to  the 

treatment,  while  a  similar  number  was  reported  after  the 

treatment.     This  indicates  the  families  had  a  fairly  intense 

level  of  communication  developed  telephonically ,   if  not  "        '  * 

personally. 

The  hypothesis  failed  to  be  rejected  at  the  0.05  level. 
This  may  be  a  function  of  a  number  of  things,   including,  the 
population  size,   sensitivity  of  the  instruments  selected,  and 
the  short  time  duration  of  the  study.     It  is  possible,  that 
if  multiple  measurements  were  taken,  a  significant  difference  ' 
would  be  demonstrated.     Suffice  it  to  say,   it  is  validating 
to  note  a  trend  in  the  expected  direction,  albeit  to  a  less 
than  statistically  significant  degree  was  demonstrated. 
Hypothesis  2 

The  second  hypothesis,  which  predicted  that  there  would 
be  no  significant  differences  from  pre  to  posttesting  among 
the  treatment  and  control  participants'  scores  on  the 
Caregiver  Burden  Scale  was  not  supported  by  the  data  in  this 
study. 

Based  on  the  literature  search,  it  was  expected  that 
individuals  caring  for  an  AD  victim  would  report  experiencing 
a  high  level  of  burden  and  that  there  would  be  a  clearly 
defined  positive  correlation  between  the  degree  of  disability 
suffered  by  the  AD  victim  and  the  degree  of  burden  reported 
by  the  family  caregivers  (Cole,  Griffin,  &  Ruiz  1986; 
Hargrave,   1991).     it  was  hoped  that  participating  in  the 
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group  intervention  would  result  in  a  reduction  in  burden  as 
participants  both  acknowledge  this  sense  of  burden  and  are 
encouraged  to  reduce  it  through  use  of  various  coping 
strategies   (Cole,  Griffin,  &  Ruiz,   1986;  George,   1986;  Given, 
Collins,   &  Given,   1988;  Gwyther  &  George,   1986;  Keicolt- 
Glasser  et  al. ,   1987)  . 

Data  from  this  study  revealed  significant  differences 
between  the  treatment  and  control  group  participants  at 
posttesting,  and  there  were  significant  interactions  between 
the  pretest  score  and  treatment  group  membership  and  between 
the  treatment  group  and  caregiver  status.     In  examining  the 
interaction  of  the  treatment  and  control  group  membership  and 
caregiver  status,   it  was  concluded  that  treatment  was 
effective  in  reducing  burden  when  the  caregiver  began  the  • 
treatment  at  or  below  the  preburden  group  mean  score,   and  had 
an  increasing  effect  as  lower  preburden  scores  were  reported. 
In  contrast,   individuals  reporting  higher  preburden  scores 
demonstrated  higher  levels  of  postburden.     Furthermore,  it 
appeared  that  secondary  caregivers  demonstrate  a  slightly 
greater  reduction  in  reported  burden  from  pre  to  posttesting 
than  did  the  primary  caregivers.  •  ■ 

From  this  data,  we  might  interpret  that  those 
participants  who  reported  a  lesser  degree  of  burden  " 
initially,   and  were  the  secondary  rather  than  primary 
caregivers,  were  more  likely  to  benefit  from  the  treatment 
than  those  primary  caregivers  reporting  a  greater  degree  of 
initial  burden. 
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The  implications  from  these  conclusions  may  be 
associated  with  anxiety  and  selection  for  future 
participants.     While  we  did  not  measure  manifest  anxiety  of 
the  participants,  we  might  conclude  that  those  demonstrating 
a  lesser  degree  of  anxiety  relative  to  their  family's 
condition  might  be  more  susceptible  to  posicive  results  from 
the  treatment.     We  might  also  conclude  that  potential 
treatment  members  could  be  effectively  screened  in  or  out  of 
the  groups  based  on  their  preburden  scores,   that  is,  those 
potential  participants  who  scored  higher  on  the  Burden  ■ 
Inventory  might  be  excluded  from  this  type  of  treatment 
intervention  and  placed  in  a  more  suitable  one. 

Another  issue  that  must  be  considered  in  the  analysis  of 
the  current  study,   as  well  as  in  future  studies,   is  that  of      f t  i^:,, 
the  objective  and  subjective  components  of  the  burden 
concept.     Zarit   (1990)  clearly  differentiated  objective  and 
subjective  components  of  burden  experienced  by  caregivers  as 
those  immediate,  physical,  and  measurable,  as  opposed  to 
those  secondary  stressors  of  role  strain  and  conflict.  He 
elaborated  by  concluding  that,   "while  early  reports 
emphasized  that  the  subjective  sense  of  feeling  burdened  was 
more  important  than  objective  indications  of  stressors  in 
determining  the  breakdown  of  family  care, "  and  concluded  the 
effects  of  caring  on  the  family  are  clearly  multidimensional, 
it  is  "probably  not  productive  to  debate  which  construct 
properly  should  be  termed  'burden'."     Earlier  work  by  Zarit, 
in  consort  with  others,  while  not  directly  using  the 
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terminology  of  objective  and  subjective  burden,  suggested  the 
extent  of  burden  reported  by  primary  caregivers  was  "not 
related  to  the  behavior  problems  caused  by  the  illness,  but 
was  associated  with  the  social  supports  available"  to  the 
involved  caregivers  (Zarit,  Reever,  &  Bach-Peterson,   1980) . 
Hypothesis  3 

The  third  hypothesis,  which  predicted  that  there  would 
be  no  significant  differences  from  pre  to  posttesting  in  the 
control  and  treatment  group  participants'  scores  on  the 
F-COPES  instrument,  was  supported  by  the  data  from  this 
study.     The  statistical  analysis   (ANCOVA)   revealed  no 
significant  differences  between  or  within  the  groups 
measured. 

The  literature  clearly  identifies  the  family's  coping- 
skills  as  principal  factors  in  effectively  maintaining  a 
chronically  ill  family  member  in  the  home  (Gonzalez, 
Steinglass,  &  Reiss,  1987;  Huygen,   1978,   1989;  Litman,  1974; 
Patterson  &  McCubbin,   1983;,  Shanas,   1979).  Research, 
furthermore,  has  demonstrated  that  the  family's  ability  and 
willingness  to  seek  outside  assistance  is  one  of  the  most 
frequently  utilized  coping  mechanisms  used  in  dealing 
successfully  with  chronic  illnesses   (Baldwin,   1988;  Stetz  et 
al.,   1986).     When  families  incorporated  the  external 
environment  in  their  treatment  process,  their  level  of 
overall  coping  with  the  hardships  of  managing  the  illness  and 
their  subjective  responses  to  that  caregiving  process  were 
identified  as  having  improved.     The  group  intervention  was 


125 

designed  to  acquaint  participants  with  various  useful  coping 
strategies  and  to  motivate  them  to  use  such  strategies. 
Thus,   it  was  hoped  that  treatment  group  participants,  as 
compared  to  controls,  would  report  an  increased  use  of  family 
coping  strategies.     In  analyzing  the  participants'  responses, 
it  was  apparent  that  many  of  the  families  involved  in  this 
study  were  aware  of  outside  individuals  and  organizations  who 
could  provide  them  with  help,  but  for  whatever  reason, 
participants  did  not  seek  out  this  help.     The  reasons  for  the 
lack  of  reported  increased  utilization  of  available  services 
may  be  related  to  the  family's  need  to  maintain  some  degree 
of  denial  or  the  lack  of  attractiveness  of  the  services 
themselves. 

It  was  expected  that  F-COPES  would  demonstrate  a  simil-ar 
change  in  the  subjects  participating  in  this  study; 
unfortunately  it  did  not.     One  possible  explanation  for  the 
lack  of  positive  results  obtained  is  that  the  F-COPES 
instrument  may  not  have  been  sensitive  to  the  level  of  coping 
resource  use  these  families  demonstrate.     Stetz  et  al.  (1986) 
have  further  defined  coping  as  combined  cognitive  and 
behavioral  efforts  to  master  and  reduce  both  external  and  ' . 
internal  demands  and  conflicts.     The  family's  effective 
coping,   then  requires  successfully  organizing,  planning  and 
balancing  the  individual's  well  being,   the  family  unit's 
functioning  and  ensuring  that  external  demands  are  managed 
simultaneously.     This  balancing  act  (Sawa,  1985)  must  address 
both  the  objective,  day  to  day  physical  and  financial  needs 
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of  the  family,  and  the  subjective,  emotional  and 
psychological  needs  in  order  for  the  family  to  cope  most 
effectively  with  the  AD  family  member.     The  sensitivity 
required  for  such  reporting  was  not  available  through  the  use 
of  the  F-COPES  instrument. 

Another  factor  to  be  considered  is  the  amount  of  time 
needed  to  allow  for  changes  secondary  to  the  treatment 
intervention  to  take  place  and  for  those  changes  to  be 
identified  by  the  instruments.     It  is  recognized  that  time 
plays  an  important  role  in  the  family's  ability  to  adapt  to 
the  demands  of  the  illness 's  progression  and  it's  subsequent 
coping  ability  (McCubbin,  Larsen,  &  Olson,   1982;  Stetz, 
Frances,  Lewis,  &  Primomo,   1986;  Young  &  Kahana,   1987).  it 
is  possible  that  the  6-week  period  covered  in  this  study  did 
not  adequately  cover  the  time  period  necessary  to  demonstrate 
such  changes  in  family  functioning. 
Hvpothesi.q  4 

The  fourth  hypothesis,  which  predicted  that  there  would 
be  no  significant  differences  from  pre  to  posttesting  in  the 
treatment  and  control  group  participants'   scores  on  the 
Primary  Communication  Inventory  -  Partner,  was  not  supported 
by  data  from  this  study.    The  data  from  this  study  revealed  ' 
significant  differences  between  treatment  and  control  groups 
on  the  quantity  and  quality  of  communication  as  well  as 
interactions  between  pretest  scores  and  treatment  group 
membership.     The  analysis  suggested  that  the  treatment  was 
effective  with  those  subjects  scoring  higher  on  pretest 


127 

communication  measures,  and  progressively  less  so  with  lower 
pretest  scores,  until,  at  the  lesser  levels  of  pretest 
scoring,   treatment  effects  were  predicted  to  be  negative. 
That  is  to  say  that  those  subjects  with  greater  initially 
reported  abilities  to  communicate  appeared  to  benefit  more 
from  the  treatment  effects  than  those  who  scored  less  in 
communication  skills. 

It  has  been  noted  that  the  family's  decreased  quantity 
and  quality  of  communication  has  been  associated  with  the 
progression  of  the  illness  (Doherty  &  Baird,   1987).     It  might 
be  postulated  that,   in  a  systemic  sense,   the  lack  of 
communication  might  not  only  be  a  result  of  illness 
progression,  but  one  of  the  contributors  to  that  illness* 
progression.     in  other  words,  as  the  illness  and  it's 
associated  symptoms  become  more  intense,   the  family  may  have 
fewer  resources  with  which  to  manage  the  illness  and  become 
less  amenable  to  changes.    When  the  communication  abilities 
are  diminished  to  the  point  where  symptom  management  is 
curtailed,   the  family  may  become  more  psychologically 
defensive  and  internally  focused.     Communication  is  the  key 
to  the  family's  ability  to  respond  to  the  demands  of  the 
illness   (Doherty  &  Baird,  1983;  Mace  &  Rabins,  1985; 
Minuchin,   Rossman,  &  Baker,   1978;  Smilkstein,   1985).  When 
the  family  loses  it's  ability  to  communicate  effectively, 
internally  and  externally,   it's  symptom  management  ability  is 
severely  impaired. 


128 

It  can  be  assumed  that  the  reported  statistical  results 
can  attributed  to  multiple  causes,   including  small  sample 
size,   lack  of  precision  of  instruments,  and  the  timing  of  the 
test  administration  in  the  study  itself.     It  is  possible  that 
the  results  may  have  been  presented  differently  if  a  greater 
"lead  time"  might  have  been  allowed  between  intervention  and 
test  administration,  or  if  multiple  test  administrations  had 
been  planned,  discounting  learning  effects,   to  show  the 
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results  of  the  intervention  in  a  dynamic,  rather  than  a 
static  presentation,  as  is  depicted  in  a  single  event 
measurement . 

The  results  presented  by  the  analysis  of  PCI-P  in  this 
study  can  have  implications  for  not  only  treatment  goals,  but 
selection  of  subjects  for  future  studies.     Future  researchers 
might  be  able  to  use,  with  additional  validation,  the  cutoff 
points  suggested  in  this  study  as  points  where  potential 
candidates  for  treatment  may  be  accepted  or  rejected  for 
treatment . 

Limitations  of  the  Study 
There  are  several  major  limitations  to  this  study. 
First,  the  characteristics  of  this  sample  limit  its  external 
validity.     The  sample  size  was  smaller,  was  self -selected, 
and  was  composed  primarily  of  white,  middle  class 
participants.     In  addition,   the  nature  of  the  family  groups 
represented  was  somewhat  skewed,   for  many  of  the  families  of 
the  participant  were  quite  distant  geographically. 
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A  primary  issue  that  contributed  to  limit  the  type  of 
family  participants  was  the  geographical  location  in  which  it 
was  tested.     Because  Central  Florida  is  a  retirement  area,  it 
is  relatively  overpopulated  with  older  family  members  without 
supportive  family  members.     These  families  are  typically 
forced  to  form  "new"  families  in  which  to  function.     It  is 
suspected  that,  with  more  intimate  family  members  present, 
the  functioning  family  unit  will  be  better  equipped  to  manage 
the  illnesses  presented.    At  the  same  time,  the  greater 
preponderance  of  older  persons  in  this  area  undoubtedly 
contributed  to  the  higher  incidence  of  AD. 

A  second  limitation  of  the  current  study  lies  with  the 
choice  of  outcome  variables  examined  and  the  assessment  of 
these  variables.     When  we  study  the  impact  of  this 
intervention  on  individual  and  family  coping,  one  is 
confronted  with  a  myriad  of  complex  variables.     This  study 
attempted  to  address  some  of  these  variables  through 
examining  the  effects  of  the  intervention  on  isolation, 
burden,   communication,   and  resource  utilization.     it  appears 
that  there  may  be  important  person-based  variables  that  may 
differ  across  families  which  suggest  a  need  for  different 
treatments.     For  example,  a  certain  minimum  level  of  family 
communication  effectiveness  may  be  necessary  to  make  best  use 
of  this  group  experience.     Furthermore,   it  may  be  the  social 
contact  and  AD  severity  variables  were  studied  using  one  or 
two  questions  rather  than  validated  instruments. 
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There  are  issues  associated  with  the  research  deign 
itself.     Since  the  researcher  was  concerned  with  possible 
bias  that  could  be  contributed  by  repeated  measures,  follow- 
up  test  administrations  were  not  planned.     This  idea  left  the 
study  subject  to  criticism  by  not  providing  additional 
information  for  statistical  analysis.     There  is  always  a  risk 
of  diminishing  one  variable  for  another;   in  this  case,  the 
interactions  may  be  related  to  bias  secondary  to  multiple 
measures  as  opposed  to  (potentially)  increased  reliability  of 
obtained  data,  particularly  secondary  to  delayed  responses  to 
treatment . 

Another  issue  that  must  be  considered  is  that  of  the  use 
of  a  different  set  of  instruments  altogether.     While  the 
literature  search  was  exhaustive  in  developing  suitable 
instruments  for  detecting  subject  responses  to  the  planned 
treatment,   it  is  possible  that  other  measurements  are 
available,   in  the  process  of  becoming  available  that  would 
have  provided  better  data. 

Suggestions  for  Future  Research 

It  is  suggested  that  future  studies  explore  the  • 
potential  impact  of  this  intervention,  utilizing  more  diverse 
family  structures  and  larger  sample  sizes. 

At  present,   geographical  area  limitations  significantly 
affected  the  range  of  families  used.     Future  studies  need  to 
explore  the  impact  of  this  intervention  with  greater  family 
participants . 
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Third,   the  research  design  used  in  this  study,  which 
included  treatment  and  control  groups  with  posttesting  of 
both  groups  after  treatment  was  administered,   could  be 
altered  to  include  more  longitudinal  follow-up  of 
participants  as  well.     It  is  acknowledged  that  another 
administration  of  the  measures  would  provide  bias  and  leave 
the  researcher  open  for  criticism  associated  with  the 
subjects'   learning  from  the  measures,  however  it  would 
provide  a  more  insightful  indication  of  the  subjects' 
learning.     Another  way  of  gathering  more  data  associated  with 
this  problem  would  be  to  provide  for  delayed  and  repeated 
testing  of  treatment  results. 

Another  future  research  endeavor  would  be  to  test  for 
the  effect  of  the  intervention  using  groups  differing  by 
isolation,  burden,   communication,  resource  utilization,  and 
other  relevant  person-based  variables.    The  patients'  age  of 
initial  symptomology  and  diagnosis  might  provide  an 
interesting  variable  to  examine  as  it  is  related  to  the 
families'  responses  to  treatment  interventions.  Rotter's 
Locus  of  Control  concepts  could  be  incorporated  in  the 
patients'  ability  and  willingness  to  respond  favorably  to 
interventions . 

Implicatinn.q  of  the  Study 
On  each  of  the  variables  presented,   it  would  be 
interesting,   in  a  larger  study,   to  determine  the  existence  of 
correlations  between  the  degree  of  advancement  of  the  illness 
and  the  caregivers'   responses  to  treatment.     It  is  obvious 
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from  statistical  results  of  Hypotheses  2  and  4  that  degree  of 
impairment  and  treatment  response  are  related. 

Another  interesting  outcome  of  this  study  is  that  of  the 
relative  outcomes  of  the  primary  and  secondary  caregivers  in 
the  measurements  taken.     Future  studies  might  be  developed  to 
more  clearly  identify  the  contributing  factors  associated 
with  caregiver  roles  in  the  success  of  treatment  outcomes. 

The  study's  implications  for  clinical  practice  is 
varied,   including  possibilities  for  assessment,  treatment 
protocols,   numbers  of  family  members  involved,   clarity  of 
diagnosis,   length  and  timing  of  treatments  recommended,  size 
of  group  interventions  and  awareness  of  pretreatment 
conditions  prior  to  treatment. 

Implications  for  theory  are  associated  with  systemic  , 
interpretations  and  interventions.     Does  this  family  respond 
as  a  system?    what  are  the  different  types  of  family  systems 
that  comprise  those  caring  for  the  chronically  ill?  Do 
different  systems  function  differently  with  different 
illnesses,  ages,  and  stages  of  life? 

Opportunities  to  increase  research  opportunities  may  be 
related  to  the  measurement  of  the  impairment,  family 
functioning,   and  interventions. 

Summary  and  Conclusions 

While  the  literature  is  suggestive  of  interventions 
directed  at  reducing  morbidity  and  increasing  functional 
levels  in  families  caring  for  chronically  ill  family  members, 
it  is  important  to  recognize  the  variability  possessed  by 
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families  in  their  coping  abilities.     This  study  suggests  that 
all  family  dysfunctions  are  not  alike,   and  will  tend  to 
respond  to  treatment  interventions  differently  depending  on 
the  specificity  of  the  intervention  as  well  as  the  position 
of  the  family  and  the  illness  in  their  developmental  course. 
If  one  could  imagine  the  family  and  the  illness  as  dynamic 
forces  and  recognize  that  the  illness  and  the  family  must  be 
synchronized  to  allow  the  family  to  respond  most 
appropriately  to  any  intervention. 

In  spite  of  the  complications  associated  with  such  a 
match  up,   it  is  evident  that  AD,  as  a  chronic  illness,   has  a 
significant  negative  effect  on  the  family's  functioning 
within  it's  larger  system,  and  needs  to  have  social  forces 
applied  that  will  tend  to  decrease  the  implosive  effects  of. 
that  chronic  illness. 


APPENDIX  A 
ALZHEIMER'S  DISEASE  FAMILY  SURVEY 


Alzheimer's  Disease  Family  Survey 


The  purpose  of  this  survey  is  to  find  out  more  about  your 
caregiving  responsibilities.     Please  try  to  answer  all  questions  as 
completely  as  possible.     Your  response  to  this  questionnaire  is 
voluntary.     This  information  is  for  research  purposes  and  will  be 
held  in  confidence.     Only  aggregate  data  may  be  published.  Thank 
you. 

YOUR  NAME,  


PATIENT'S  NAME 


ADDRESS 


TELEPHONE  NUMBER, 


YOUR  RELATIONSHIP  TO  PATIENT:     WIFE(    )    HUSBAND (    )    DAUGHTER (  ) 
SON(    )    PARENT  (    )    FRIEND  (    )   EMPLOYEE  (    )   OTHER  (  )  


Please  Explain 


MARITAL  STATUS:      SINGLE (    )   MARRIED (    )   WIDOWED (    )    DIVORCED (  ) 
OTHER  (  )  

PATIENT -S  AGE:    SEX:     Male(   )      Female (  ) 

1.  Does  your  caregivee  have  other  health  problems  such  as: 

Diabetes  Mellitus         COPD/Asthma         Arthritis   • 

Ulcers          Heart  Trouble   Delusions  

Hallucinations         Hypertension   Seizures  

Other 

2.  Date  of  initial  Alzheimer's  symptoms:     Month   Year  

3.  Date  of  Alzheimer's  diagnosis:     Month_   Year  

Patient  is  mostly          moderately   slightly  

self -responsible  for  activities  of  daily  living. 


4 


5. 


Degree  of  patient's  impairment:     Slight   Moderate  

Severe  

6.       Patient's  current  medications: 
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SELF  AGE:    YRS .      SEX:     Male(   )      Female  (  ) 

1.       How  long  have  you  been  a  caregiver  for  this  person? 
Years:   


2.  Are  you  the  primary  care  giver?     Yes   No_ 

3.  Who  else  helps  with  the  care  of  this  person? 
Umo.  Relationshin 


Use  additional   sheets  of  paner  if  rx^rPf^f^^ry 
4a.     What  is  your  level  of  formal  education? 

HIGH  SCHOOL   BUSINESS /TRADE  SCHOOL  

1-2  YEARS  OF  COLLEGE           4  YEARS  OF  COLLEGE  

GRADUATE  DEGREE  

4a.     What  is  your  AD  patient's  level  of  formal  education? 

HIGH  SCHOOL   BUSINESS /TRADE  SCHOOL  

1-2   YEARS  OF  COLLEGE           4  YEARS  OF  COLLEGE  

GRADUATE  DEGREE  

5.       Number  of  generations  currently  in  home: 


6.  Number  of  outside  medically  related  contacts  per  week: 
None          Once         Two  to  six  times  

Once  a  day  or  more  

7.  How  many  days  in  the  last  six  months  were  you  too  sick 
to  go  to  work/work  around  the  house?    None   ■ 

A  week  or  less         More  than  a  week,  less  than  a  month_ 

1-2  months         More  than  2  months 
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8.  Number  of  visits  per  week  with  close  family  and  friends: 
None          Once          Two  to  six  times  

Once  a  day  or  more  

9.  Number  of  telephone  contacts  per  week  with  friends  and 
family:     None         Once          Two  to  six  times  

Once  a  day  or  more   '  • 

10.  Number  of  church  and  club  meetings  per  week:  None  

One  or  two         Three  to  five         Six  or  more  

11.  Do  you  think  you  would  benefit  from  increased  social  . 

contact  from  friends  and  relatives?    Yes   No   ' 

Undecided  

12.  Hours  per  day  spent  directly  caring  for  patient:  0-4  

5-8          9-12   12+  

13.  Time  spent  in  hobbies  and  relaxing  (Personal  time  in  hours): 
None          Once         Two  to  six  times  

Once  a  day  or  more   ' 

14.  How  is  your  health  currently? 


15.  Number  of  medications  used  each  day: 
0          1-3          4-8         9-12   13+  

16.  Number  of  doctor's  visits  over  last  six  month  period: 
0          1-5          5-10          11-14   15+  

17.  How  would  you  rate  your  current  level  of  life 

satisfaction?    Very  poor          Poor         Okay   Good  

Very  Good  
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18.     Are  you  presently:     Employed  full-time. 


Employed  part-time         Retired   Disabled, 

Not  employed,  but  seeking  work  

19 .     What  is  your  household  income? 

MONTH  YEAR 

0-499    0-5,999 

500-999    6,000-11,999 

1,000-1,499    12,000-17,999 

1,500-2,499    18,000-25,000 

2,500+    25,000 


20.     What  is  your  monthly  rent  or  house  payment? 
0-249   250-499   500-999   1,000+  


21.  What  financial  assistance  do  you  receive  from  other 

family  members  per  month?    0   Less  than  100  

101-500   500-1,000  

22.  How  would  you  rate  your  current  level  of  economic 

well-being?    Very  poor          Poor         Okay   Good  

Very  Good  
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Community  Resources 


This  questionnaire  is  to  determine  the  level  of   (1)  awareness 
of  local  community  resources  and  (2)  use  of  those  resources. 
The  left  column  is  a  listing  of  community  resources.  The 
middle  column  asks  if  you  are  aware  of  the  existence  of  these 
resources  in  your  community.     The  right  column  asks  if  you 
use  these  resources.     Please  check  the  appropriate  box, 
YES(   )  or  N0{   ),   if  you  are  AWARE  OF  and  if  you  USE  the 
resources  listed. 


COMMUNITY  RESOIJRCK 

Home  health  agency 
Nursing  care 
Physical  therapy,  etc. 
Adult  day  health  care 
Homemaker  services 
Meals  on  wheels 
Caregiver  support  group 


IN  YOUR  COMMUNITY 


USE] 


YES 


NO) 


YES 


NO) 


Medical  equipment  supplies 
Financial   (Medicare,  SSI) 
Transportation  services 
Respite  service 
Mental  health  services 


Legal  services 


Information  referral  services 
Other  (be  specific) 


Comments : 


APPENDIX  B 
ALZHEIMER'S  DISEASE  FAMILY  SURVEY 
FOLLOW-UP 
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Alzheimer's  Disease  Family  Survey 
Follow-Up 

We,   the  co-leaders  of  this  group  want  to  thank  you  for 
participating  in  the  group  process.     We  hope  it  has  been  a 
positive  experience  for  you.     Please  take  a  few  minutes  to 
complete  this  survey  follow-up  for  our  records.     Again,  any 
information  provided  will  be  held  in  confidence.  Any 
publication  of  data  that  may  occur  will  be  in  the  aggregate 
and  will  not  identify  sources.     Additional  comments  are 
appreciated.     Thank  you  very  much,  Jim  Branch. 

YOUR  NAME_  


YOUR  RELATIONSHIP  TO  PATIENT:     WIFE (    )    HUSBAND (    )    DAUGHTER (  ) 

SON(    )    PARENT (    )    FRIEND {    )    EMPLOYEE (    )    OTHER (  )   

Please  Explain 


1.  Are  you  the  primary  caregiver?    Yes (   )  No  (  ) 

2.  Who  else  helps  with  the  care  of  this  person? 

Relationshin 


Use  additional  sheets  of  naner  if  necessarv 
3.      Number  of  generations  currently  in  home:  _ 


4.  Number  of  outside  medically  related  contacts  per  week: 
None:          Once         Two  to  six  times  

Once  a  day  or  more  

5.  How  many  days  in  the  last  six  months  were  you  too  sick 
to  go  to  work/work  around  the  house?  None  

A  week  or  less         More  than  a  week,   less  than  a  month_ 

1-2  months          More  than  2  months  
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Number  of  visits  per  week  with  close  family  and  friends: 

None          Once         Two  to  six  times  

Once  a  day  or  more  

Number  of  telephone  contacts  per  week  with  friends  and 

family:     None         Once         Two  to  six  times  

Once  a  day  or  more  

Number  of  church  and  club  meetings  per  week:  None  

One  or  two         Three  to  five         Six  or  more  

Do  you  think  you  would  benefit  from  increased  social 

contact  from  friends  and  relatives?    Yes   No  

Undecided  

Hours  per  day  spent  directly  caring  for  patient:  0-4  

5-8          9-12   12+  

Time  spent  in  hobbies  and  relaxing  {Personal  time  in  hours) 

None          Once         Two  to  six  times  

Once  a  day  or  more  

How  is  your  health  currently?  


Number  of  medications  used  each  day: 
0          1-3          4-8         9-12   13+  

Number  of  doctor's  visits  over  last  six  month  period: 

0          1-5          5-10          11-14   15+  

How  would  you  rate  your  current  level  of  life 

satisfaction?    Very  poor          Poor         okay   Good 

Very  Good  


APPENDIX  C 

TREATMENT  MANUAL  FOR  MULTI- FAMILY  GROUP  INTERVENTIONS  WITH 
ALZHEIMER'S  DISEASE  FAMILIES 


MULTIPLE  FAMILY  GROUPS  FOR 
ALZHEIMER'S  DISEASE  FAMILIES 

Overview 

Although  research  has  repeatedly  documented  that  family 
members  managing  other  chronically  ill  family  members  endure 
significant  stress  levels   (Baldwin,   1988;  Brody,   1989;  Cohen, 
1991;  Cohen  &  Lazarus,   1979;  Davies,  1988;  Fabisewski  & 
Howell,   1986;  Given,  Collins,  &  Given,  1988;  Gwyther  &  .  ,  , 
Blazer,   1984;  Gwyther  &  George,   1986;  Hall,   1988;  Horne, 
1985;  Koin,   1989;  Light  &  Lebowitz,   1989;  Mace  &  Rabins, 
1981;  Neundorfer,   1991;  Patterson,   1989;  Patterson  & 
McCubbin,   1983;  Pollack,   1988;  Poulshock  &  Deimling,  1984; 
Pruchno,   1989;  Pruchno  &  Potashnik,   1989;  Pruchno  &  Resch, 
1989a;  Quayhagen  &  Quayhagen,   1988;  Reiss,  Gonzalez,  & 
Kramer,   1986;  Rolland,   1987;  Shanas,  1979;  Steinglass  & 
Horan,   1988;  Stuifbergen,   1987;  Zarit  &  Orr,   1983;  Zarit,  Orr 
&  Zarit,  1985;  Zarit,  Reever,  &  Bach-Peterson,   1980),  little 
has  been  written  concerning  specific  corrective  actions  that 
may  be  taken  to  ameliorate  the  stress  experienced  by  those 
families  of  Alzheimer's  disease  (AD)  patients.     The  purpose 
of  the  multiple  family  group  (MFG)  intervention  described  in 
this  document  is  to  provide  families  caring  for  an  AD  family 
member,  both  a  better  understanding  of  the  illness  and  skills 
to  enhance  family  functioning.     Additionally,  this 
psychoeducational  group  is  a  short  term,  cost-effective 
intervention  designed  to  provide  a  forum  for  mutual  support 
and  sharing  of  coping  strategies  among  various  AD  families 
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(Bryant,   1988;  Coons  &  Weaverdyck,   1986;  Doherty  &  McCubbin, 
1985;  Gonyea,   1989) . 

Characteristics  of  Families  with  Chronically  111  Members 
Mental  and  physical  health  professionals  have  identified 
a  number  of  distinctive  characteristics  common  to  families  i 
coping  with  the  ongoing  stress  of  caring  for  a  chronically 
ill  family  member.     Steinglass  and  Horan   (1987,   1988),   at  the 
George  Washington  University  Rehabilitation  and  Research 
Center,   for  example,  have  reported  distinguishing  features 
which  clearly  characterize  this  population.     They  are 
(a)   isolation,    (b)  burden  and  need  subordination, 
(c)  decreased  communication,  and  (d)  need  for  coalition 
building  within  families  and  between  families  and  community 
resources. 
Social  Isolation 

Researchers  studying  responses  to  illnesses  often  report 
that  families  become  increasingly  isolated  while  coping  with 
the  demands  of  a  chronic  medical  condition  in  one  of  their 
members   (Given,  Collins,  &  Given,   1988;  Horne,  1985; 
Patterson  &  McCubbin,  1983;  Zarit,  Orr,  &  Zarit,  1985).  The 
requirements  of  the  illness  prohibit  the  family  from  engaging 
in  many  of  the  activities  it  had  previously  been  involved  in. 
The  AD  families  also  become  isolated,  not  only  from  other 
family  members,  but  from  the  outside  community.     Some  of  this 
increased  isolation  is  due  to  the  physical  demands  of  the 
illness  itself  and  some  is  due  to  psychosocial  pressures 
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associated  with  embarrassment,   "fitting  in,"  being  different, 
etc . 

The  rigidity  of  family  response  patterns  also  contribute 
to  the  isolation  of  the  family  (Gonzalez,  Steinglass,  & 
Reiss,   1987;  Huygen,   1978).     Few  of  the  families  have  ongoing 
contact  with  other  families  who  do  not  have  a  chronically  ill 
member.     They  seem  to  feel  that  families  without  a  chronic 
illness  do  not  understand  the  practical  demands  and  shifting 
emotions  they  face  daily.     Families  tend  to  become  isolated 
from  their  own  extended  family  members  in  an  effort  to  keep 
themselves  appearing  as  "normal"  as  possible  (Doherty  & 
Baird,   1983;  Minuchin,   Rossman,  &  Baker,   1978).     Some  of  this 
response  is  functional  and  appropriately  adaptive,  but 
excessive  responses  such  as  these,  often  inhibit  the  family's 
access  to  alternative  perspectives  on  illness  management. 

Families  affected  with  AD  follow  the  pattern  set  down  by 
others  with  chronic  illnesses  by  becoming  increasingly 
isolated  from  their  environment  over  time.     There  is  an 
active  and  passive  component  to  the  isolating  process  for  the 
AD  family.     The  caregiver  wants  to  appear  "normal"  in  their 
social  environment  and  withdraws  as  a  result  of  the 
discomfort  with  their  perceived  appearance.     They  also,  are 
often  avoided  by  social  groups  they  previously  belonged  to, 
because  of  the  current  lack  of  social  fit.     Whatever  the 
reason,   the  process  continues  and  the  AD  family  finds  itself 
isolated  as  the  illness  increases. 
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The  isolation  experienced  by  AD  family  members  is  not 
limited  to  separations  within  the  family.     Many  families  find 
themselves  cut  off  from  extended  family  and  community  support 
systems.     Extended  family  and  community  supports  are 
necessary  for  the  family  to  function  in  a  healthy,  productive 
fashion   (Baldwin,   1988;  Stetz,   Frances,  Lewis,   &  Primomo, 
1986).     Those  families  who  are  currently  not  taking  advantage 
of  available  social  supports  are  at  greater  risk  for 
continued  isolation. 

Burden  and  Subordination  of  Family  Needs 

One  feature  characterizing  the  experiences  of  this  group 
of  families  is  their  typical  response  of  subordinating  the 
normative  needs  of  the  family  to  the  needs  of  the  illness 
(Cole,  Griffin,  &  Ruiz,  1986;  George,   1986;  Gwyther  &  George, 
1986;  Kiecolt-Glaser,  Glaser,  Shuttleworth,  Elk-Dyer, 
Ogrocki,  &  Speicher,-  1987;  Pruchno  &  Potashnik,   1989).  For 
example,  researchers  report  that  families  with  dependent, 
disabled  members  at  home  are  often  required  to  have  one  adult 
stay  home  to  provide  care.     This  may  force  the  family  to 
reduce  the  number  of  wage  earners  in  order  to  cope  with  the 
illness'  demands.     Caregivers  often  spend  their  energy  taking 
care  of  others  and  often  ignore  their  own  needs.  Families 
with  AD  patients  demonstrate  a  similar  process  of  subjugating 
their  personal  and  familial  needs  to  the  illness'  demands 
(Montgomery,  Gonyea,  &  Hooyman,   1985;  Zarit  &  Orr,  1983). 
When  any  illness  strikes,  it  interferes  with  daily  life 
routines.     Many  day-to-day  activities  are  put  off,  abandoned. 
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or  delegated  to  other  persons  while  the  primary  caregiver  . 
tends  to  the  ill  person.     As  the  demands  of  the  illness 
increase,  more  household  activities  are  relegated  to 
secondary  and  tertiary  importance  in  an  effort  to  care  for 
the  ailing  family  member.     This  illness-f ocus"ed  response 
pattern,  which  is  adaptive  during  the  acute  or  emergent  phase 
of  the  illness,  becomes  maladaptive  as  the  medical  condition 
continues  on  its  chronic  course.     As  the  developmental, 
practical,  and  emotional  needs  of  other  family  members  are 
minimized  or  neglected  while  the  caregiver  tends  to  the 
ailing  family  member,  there  is  a  predictable  build-up  of 
stress,   frustration,  and  faulty  communication  patterns  within 
the  family   (Montgomery,  Gonyea,  &  Hooyman,   1985;   Zarit  &  Orr, 
1983).     It  is  as  if  the  illness  becomes  an  entity  that 
jealously  competes  for  the  attentions  and  energies  of  the 
family. 

Problematic  Coalitions 

Another  common  feature  of  many  families'   responses  to 
the  illness  is  the  development  or  exacerbation  of  emotional 
coalitions  and  exclusions  between  the  family  members.  These 
coalitions  are  often  extensions  of,  or  re-emergence  of, 
patterns  which  evolved  early  in  the  family's  development.  It 
is  not  unusual,   for  example,  to  find  two  or  three  members  of 
the  family  developing  an  intense  practical  and  emotional  bond 
focused  on  illness  management  and  patient  care.     An  ill 
mother  and  the  oldest  daughter,   for  instance,  may  develop  a 
bond  which  conspicuously  excludes  and  isolates  other  family 
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members  and  leads  to  divisive  and  destructive  family 
interactions.     Families  caring  for  AD  members  replicate  this 
pattern  early  in  the  illness'  development.     These  coalitions 
are  seldom  conscious  in  nature.     They  are  almost  always  the 
result  of  a  clearly  defined  need,  and  therefore,  easily 
defended  by  all  members  of  the  coalition.     Secondary  gain 
develops  gradually  and  the  patterns  tend  to  become 
habituated,   allowing  the  behaviors  and  the  illness  to  take 
precedence  over  previously  existing  behavior  patterns. 
Patterns  of  relating  develop  quickly  and  unconsciously  in 
most  families.     The  demands  of  the  illness  increase  gradually 
and  insidiously  until  they  cause  the  family  support  patterns 
to  shift  to  previously  unknown  and  unexpected  levels. 

Current  Intervention  F.ffnrt-g  ..^ 
Since  the  identification  of  AD  as  a  unique  illness, 
there  have  been  various  medical  and  psychologically  oriented 
attempts  to  deal  with  the  illness  and  its  impact  on  the 
patient  and  family  (Beck  &  Heacock,   1988;  Billig,   1988;  Cole, 
Griffin,  &  Ruiz,   1986;  Gonyea,   1989;  Gwyther,   1990;  Gwyther  & 
Blazer,   1984;  Rodway,  Elliott,  &  Sawa,   1987;  Simank  & 
Strickland,  1986;  Smith,  1990).     Efforts  to  date,  generally 
range  from  totally  medical  interventions  which  ignore  the 
family's  involvement  completely,  to  socially  oriented  self- 
help  groups  which  treat  the  family  support  system  and  engage 
the  AD  symptom  carrier  minimally.     The  medical  interventions 
have  been  primarily  limited  to  assessment  and  management  of 
symptoms,  while  the  psychoeducational  interventions  primarily 
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deal  with  information  exchange  associated  with  the  illness 
itself   (Bryant,   1988;  Coons  &  Weaverdyck,   1986;  Doherty  & 
McCubbin,   1985;  Gonyea,   1989).     Many  medical  treatment 
programs,   even  those  with  family  education  units,  do  not 
ameliorate  the  family's  sense  of  isolation,  burden,  poor 
communication,  and  lack  of  resource  utilization.  These 
programs  usually  provide  tremendous  amounts  of  sterile 
information  about  the  illness  and  the  treatment  regimen,  but 
do  little  to  address  the  unique  challenges  involved  in 
incorporating  the  medical  condition  into  family  life,  while 
maintaining  a  balance  with  other  family  developmental  needs. 
Families  suffering  with  chronic  illnesses  need  much  more  than 
information.     They  need  to  understand  that  they  are  not  alone 
with  this  overwhelming  illness.     They  need  to  learn  that 
others  have  experienced  similar  circumstances  and  have 
persevered.     They  need  to  have  the  opportunity  to  learn  from 
others  that  the  illness  can  be  managed  and  their  lives  can  be 
reorganized  in  a  predictable  manner.     There  needs  to  be  an 
opportunity  for  the  family  to  grow  emotionally  with  the 
illness,  as  well  as  intellectually.     it  is  a  relatively  easy 
task  for  the  medical  system  to  provide  information  for  the 
family  to  digest.     It  is  more  difficult  to  prepare  the  family 
emotionally  to  integrate  this  information  into  their  life.  '  '  " 

Multiple  Family  Group  Thprapy  '  \    .  ^,  . 

Multiple  family  group  therapy  can  be  most  easily  defined 
as  the  simultaneous  treatment  of  several  families  by  a 
therapist  and  co-therapist   (Anderson,   Griffin,  Rossi, 
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Pagonis,  Holder,  &  Treiger,   1986;  Cassano,   1989;  Laqueur, 
1976;  Minuchin,   1974;  Minuchin,   Rossman,   &  Baker,   1978;  Papp, 
1976;   Slagerman  &  Yager,   1989;  Yalom,   1975).     As  the  process 
works,   the  families  tend  to  become  co- therapists  for  other 
families  and  help  each  other  find  new  possibilities  for 
change.     Dr.  Peter  H.   Laqueur   (1976)   first  used  multiple 
family  therapy  in  1950  with  a  group  of  schizophrenic  patients 
engaged  in  insulin  therapy.     Another  pioneer  in  multiple 
family  group  therapy.   Dr.  Murray  Bowen  (1976),   used  this 
technique  as  a  vehicle  to  teach  family  systems  to  his 
clients.     One  of  Dr.  Bowen 's  concepts  is  that  it  is  easier 
for  the  families  to  learn  from  each  other  than  from  the 
therapists.     While  Dr.  Bowen  was  interested  in  teaching 
family  systems  and  "ego  differentiation, "  other  multiple  , 
family  group  workers,   like  Elsa  Leichter  and  Gerta  Schulman, 
prefer  to  conceptionalize  the  larger  group  as  a  family  of 
families  which  learns  to  work  together  as  if  it  were  a  social 
unit.     Whatever  the  theoretical  concept,  the  group  becomes 
the  mirror  and  the  families  are  able  to  compare  their 
behavior,  compete  with  each  other,  challenge,  encourage, 
identify,  and  inspire  each  other.     Multiple  family  group 
therapy  has  been  used  in  many  settings  including  psychiatric 
(Bowen,   1976;  Guerin,   1976;  Papp,   1976),  drug  rehabilitation 
(Anton,   1981;  Kaufman  &  Kaufman,   1977;  Kosten  et  al. ,  1986; 
McKamy,   1976),  physical  medicine  (chronic  pain,  chronic 
illnesses,  physical  disabilities,  surgical  rehabilitation. 
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etc.)  and  private  practice  (Gonyea,   1989;  Lansky,  Bley, 

McVey,  &  Brotman,   1985;  Rolland,  1987). 

Multiple  Family  Group  Interventions  for 
the  Alzheimer's  Disease  Family 

The  MFC  program  is  ideally  suited  to  address  these 

aspects  of  family  life  with  AD.     The  groups  are  composed  of 

multiple  families  engaged  in  the  same  problem  resolution 

processes.     The  meetings  provide  an  automatic  opportunity  for 

the  families  to  compare  perspectives  and  coping  strategies. 

The  families  experience  Yalom's   (1975)  concept  of  - 

"universality"  as  they  hear  others  express  some  of  the  '.• 

thoughts  and  emotions  they  had  experienced  and  feared 

expressing.     The  process  of  hearing  others  verbalize  their 

own  ideas  and  having  others  accept  their  comments  freely  and 

automatically,  gives  them  the  opportunity  to  know  they  are, 

in  fact,   "normal."     This  normalization  process  is  the  first 

step  necessary  for  the  continued  movement  of  the  family 

members  toward  reclaiming  a  more  functional,  satisfying 

lifestyle.     As  the  family  starts  to  accept  themselves  as  part 

of  a  larger  group,  the  isolation  they  had  been  experiencing 

is  reduced,  their  response  patterns  have  an  opportunity  to 

become  more  flexible,  they  reorganize  familial  relationships, 

and  incorporate  new  behaviors  into  their  coping  strategies 

allowing  them  to  take  care  of  themselves  more  effectively. 

Advantages  of  Using  a  MFG  Setting 

Utilizing  the  multiple  family  approach,  the  MFG  program 
offers  advantages  over  traditional  client-focused  approaches. 
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It  immediately  addresses  the  needs  and  concerns  of  the  group 
that  assumes  primary  responsibility  for  day-to-day,  chronic 
illness  management --the  family.     it  provides  a  forum  for 
mutual  support  and  sharing  of  coping  strategies  for  both 
patients  and  families,   and  it  is  a  short-term,  cost-effective 
intervention  designed  to  provide  treatment  for  several 
families  simultaneously.     The  program  not  only  provides  help 
for  the  families,   it  also  addresses  the  needs  of  the  medical 
treatment  team  which  is,   typically,   taxed  to  their  limits  in 
providing  quality  care  to  their  patients.     The  treatment 
method  is  easily  reproducible  and  is  designed  to  be  learned 
by  health/mental  health  care  providers. 

Expectations  of  Interventions 

As  a  result  of  the  family's  involvement  in  the  group,  • 
family  members  can  learn  to  talk  among  themselves  in  new 
ways,  clarify  behavior  patterns,  emotional  responses,  and 
interpretations,  and  attempt  alternative  strategies  of 
relating.     The  family  has  the  opportunity  to  explore, 
consciously,  ways  the  illness  has  affected  both  the  ill  and 
the  well  family  members.     These  sessions  may  be  the  first 
time  both  family  members  and  patients  have  seriously 
discussed  the  impact  of  the  medical  condition  and  hear  each 
other's  perspectives  in  an  objective  setting. 

The  members  of  the  AD  family  group  have  the  opportunity 
to  observe  and  understand  their  attitudes  and  behaviors  by 
comparing  them  to  others  experiencing  many  of  the  same  or 
similar  problems.     The  families  are  best  able  to  teach  each 
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other   (and  the  group  leaders)  what  their  needs  are.  The 
leaders  serve  as  a  catalyst  for  the  growth  and  learning 
opportunity  to  occur. 

The  most  profound  impact  of  this  psychoeducationally 
oriented  program  may  be  the  act  of  families  meeting  together, 
listening  to  each  other  and  sharing  their  experiences  and 
concerns.     The  educational  component  is  the  vehicle  used  to 
deliver  the  treatment,  which  is  the  group  effect.     As  the 
families  learn  that  theirs  is  not  the  only,  nor  the  worst, 
case  on  record,   they  will  be  able  to  decrease  their 
intellectual,  emotional,  and  physical  isolation  and  reach  out 
to  help  others  as  they,   themselves,  are  helped  in  the 
process. 

The  more  immediate  expectation  of  the  intervention  is. 
that  it  is  to  have  an  effect  on  the  families'  perception  of 
themselves  and  how  they  function  as  a  unit.     The  family's 
understanding  of  their  own  needs,  communication  patterns, 
roles,   flexibility,  resource  utilization,  and  stress 
management  may  change . 
Effect  on  Isolation 

The  families  learn  to  reduce  their  intra- familial 
isolation  as  a  result  of  increased  understanding  and 
communication  with  each  other.     As  the  illness  and  its  impact 
on  the  family  is  discussed  from  the  perspectives  of  both  ill 
and  well  family  members,  they  learn  that  the  topic  itself  is 
not  a  devastating  secret  that  must  be  hidden  or  indirectly 
addressed.     With  permission  accepted  to  openly  discuss  the 
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illness,   some  of  its  power  over  the  family  quickly  dissolves 
and  the  family  experiences  an  increased  capacity  to  manage 
the  situation,  or  "put  the  illness  in  its  place." 
Effect  on  Burden  and  Needs  Subordination 

The  first  step  in  resolving  problems  is  problem 
identification.     Most  family  caregivers  are  not  consciously 
aware  of  their  lack  of  self -care.     Because  the  development  of 
the  illness  is  so  gradual,   the  changes  from  day-to-day  often 
go  unnoticed.     It  is  necessary  to  take  time  and  reflect  on 
past  experiences  to  recognize  current  states,  or  see  others 
in  similar  circumstances.     As  the  families  become  aware  of 
the  developmental  process  associated  with  the  illness,  they 
also  become  more  aware  of  their  own  developmental  process, 
and  note  the  relational  changes  that  may  have  occurred  and  . 
contributed  to  the  dysfunctional  nature  of  each  family's 
operations.     The  group  allows  both  of  these  events  to  occur. 
The  families  have  the  opportunity  to  see  themselves 
retrospectively,  as  well  as  see  others  who  are  in  similar 
circumstances.     As  the  families  decide  they  have  not  been 
caring  for  themselves  as  well  as  they  had  been,   they  can 
decide  to  make  changes. 
Effect  on  Communication 

As  the  families  become  aware  of  the  existence  of 
developmental  disparity  between  the  illness  and  the  family, 
it  becomes  more  obvious  that  communication  has  suffered  as 
the  result  of  the  dys- synchronous  growth  and  development  of 
the  family  members  and  the  illness. 
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Effect  on  Coalition  Building  with  CominunitY  Resources 

Just  as  neglecting  to  care  for  self  goes  unobserved  at 
first,   developing  coalitions  between  family  members  also  is 
unnoticed.     Such  realignment  requires  the  help  of  others.  It 
is  natural  to  develop  a  more  intense  relationship  with  those 
who  appear  to  help  more.     The  difficult  part  of  the  helping 
relationship  is  to  keep  looking  for  new  ways  of  doing  and 
helping.     Coalitions  are  advantageous  initially,   in  , 
accomplishing  the  tasks  at  hand,  but  may  tend  to  cut  out 
others  who  can  provide  support  at  other  levels  and  times.  As 
the  family  recognizes  developing  coalitions  and  resolves 
them,  a  climate  forms  allowing  new  relationships  to  form  with 
newly  identified  community  oriented  support  systems. 

The  families  have  an  opportunity  to  learn  of  community 
resources  which  are  available  locally  and  nationally.  Many 
of  the  sources  of  aid  which  are  presented  are  informal  and, 
at  times,  unique  to  the  individual  family.     it  is  important 
for  the  families  to  have  an  opportunity  to  share  their 
experiences  among  themselves  in  order  to  continue  in  the 
growth  process. 
Effect  on  Stress  Manaaement 

As  with  the  other  areas  of  learning,  the  families  learn 
some  stress  management  techniques  from  the  group  leaders,  but 
the  most  important  learning  comes  from  each  other.     It  is 
most  important  to  recognize  that  a  technique  has  worked  for 
someone,  and,  even  though  it  may  have  been  tried  previously, 
it  has  a  chance  of  helping  the  family  now. 


Group  Leader  Tasks 
The  group  leaders  must  engage  the  families  in  a 
nonjudgmental  and  nonpatronizing  manner.     They  must  be  able 
to  be  as  objective  as  possible  and  treat  the  families  with 
respect.     The  leaders  conduct  initial  interviews  with  the 
family  members  to  explain  the  MFG  program  to  the  family  and 
ascertain  the  appropriateness  of  the  family  for  the  group. 
Specific  information  to  be  gathered  is  identified  in  the 
Alzheimer's  Disease  Family  Survey.     Families  wishing 
treatment,  who  are  inappropriate  for  the  group  setting,  are 
referred  to  local  community  health  and  mental  health 
agencies.  ,- ' 

Group  Membership 
Group  member  selection  is  an  important  task  for  the 
leaders  to  consider.     There  are  specific  standards  for 
inclusion  or  exclusion  in  the  MFG.     These  include:       •  /  . 

1.  The  family  members  must  attend  the  meetings 
together.     It  is  important  for  the  family  to  identify  itself 
as  the  patient,  not  just  the  index  patient. 

2.  The  family  must  be  caring  for  the  patient  in  the 
home  setting.     Working  with  institutionalized  patients  and 
families  is  beyond  the  scope  of  this  paper. 

3.  The  family  is  to  include  as  many  family  members  as 
geography,   resources,  and  health  permits,   to  attend  the 
meetings . 

4.  Significant  psychopathology  and/or  substance  abuse 
identified  in  the  identified  patient  or  family  member  is 
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cause  for  exclusion.  It  is  important  for  the  leaders  to 
screen  the  families  closely  in  the  initial  interviews  to 
assure  a  functional  group  setting. 

Format  of  the  Multiple  Family  Group  (MFG) 
The  Multiple  Family  Group  (MFG)   is  made  up  of  3  to  4 
families  consisting  of  6  to  10  individuals  meeting  together 
weekly  for  6  weeks.     The  group  meetings  last  one  and  one  half 
to  two  hours  and  are  semi-structured  in  nature.     The  first 
and  last  sessions  are  conducted  as  traditional  multi-family 
group  settings  in  which  the  complete  families  meet  together 
with  the  co-therapists  and  discuss  predetermined  topics. 
These  sessions  are  intended  to  provide  the  introduction  and 
closure  for  the  group.     The  second,   third,   fourth,  and  fifth 
sessions  are  the  principle  "working"  sessions  and  follow  a  • 
general  format  of  introduction  and  recap,   5-10  minutes; 
presentation,   15-20  minutes;   inner  group  I  20-25  minutes; 
inner  group  II,   20-25  minutes;  combined  group,   25-30  minutes; 
wrap  up  and/or  closure,  5-10  minutes.     The  group  is  led  by  a 
leader  and  co-leader,  preferably  male  and  female.  These 
leaders  are  trained  mental  health  practitioners  with 
individual  and  group  therapy  training  and  experience,  who  are 
acquainted  with  Alzheimer's  disease  and  its  impact  on 
families.     The  leaders  must  be  well-versed  in  family  systems 
theories  and  family  therapy  techniques,  as  well  as  multiple 
family  group  work. 

The  introduction,  recap  period  is  used  to  introduce  the 
topic  of  the  evening  and  recap  the  previous  meeting's  issues. 
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The  first  meeting's  introduction  and  each  subsequent  meeting, 
to  a  lesser  extent,  helps  each  group  participant  become 
better  acquainted  with  the  others.     The  recap  is  an 
opportunity  for  the  therapists  to  decide  "where  the  group  is 
at  that  time"  and  make  some  judgment  as  to  the  level  of 
awareness  and  insight  developed  from  the  previous  session's 
meeting.     It  also  serves  as  a  bridge  between  sessions, 
providing  for  continuity  in  the  overall  group  setting.  The 
topic  being  introduced  is  one  which  the  group  leader  or 
co-leader  presents  in  a  didactic  format  with  discussion. 
This  is  to  set  the  stage  for  discussion  of  a  specific  topic 
while  letting  the  group  start  to  get  comfortable  with  each 
other  in  the  initial  stages  of  the  group  process. 

Inner  and  outer  group  refers  to  the  group  being 
subdivided  into  two  concentric  circles,  with  the  inner  circle 
"working"  while  the  outer  circle  observes  silently.  The 
basic  differentiation  is  for  the  groups  to  be  divided  between 
primary  and  secondary  caregivers.     Topics  are  often  not 
discussed  in  family  settings  for  fear  of  "hurting"  another 
family  member.     Family  systems  work  tells  us  that  most 
families  utilize  a  degree  of  "protectiveness "  relative  to 
other  family  members,  particularly  those  with  illnesses. 
This  protectiveness  often  results  in  coalitions,  decreased 
communication  between  family  members,   and  increased 
misunderstanding.     Whenever  the  level  of  communication  and 
cooperation  deteriorates  within  a  family  system,  goal- 
oriented  behaviors  are  thwarted  and  extra  effort  is  required 
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to  achieve  targeted  goals.     This  extra  effort  only  serves  to 
hasten  the  burnout  potential  of  the  caregivers.     This  concept 
is  a  very  important  one  for  the  families  to  learn.  Utilizing 
the  concentric  circle  groups  and  eliciting  dialogue  from  each 
group  while  encouraging  the  outer  group  to  not  participate 
actively  in  the  discussion,   enhances  the  openness  of  the 
inner  group's  comments  while  ensuring  that  the  outer  group 
listens.     Each  person  has  the  opportunity  of  seeing  their  ; 
family  members  function  in  a  more  independent  fashion  and 
learn  to  accept  that  increased  level  of  functioning  while 
experiencing  less  threat  to  their  own  identification  as 
caregiver  in  the  process.  "■  '  •    '    ^    -  '  ■ 

The  groups  start  in  a  circle  including  all  participants. 
One  of  the  group  leaders  presents  the  educational  component, 
of  the  session  intended  to  set  the  stage  for  later 
involvement.     The  chairs  are  rearranged  so  the  inner  group 
and  outer  group  setting  are  accomplished  and  the  inner  group 
discusses  their  responses  to  the  topic  with  each  other,  not 
with  family  members  in  the  outer  group.     The  outer  group  then 
swaps  places  with  the  inner  group  and  discuss  their  responses 
to  the  previous  group's  comments  with  their  peers,  not  with 
family  members  in  the  outer  circle.     Finally,   the  groups 
reform  in  a  large  circle  and  dialogue  between  the  family 
members  ensues . 

Topics  covered  in  the  group  settings  include: 
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SESSION  ONE:  INTRODUCTION 

Chronic  vs.  Acute  Illnesses.     This  session  deals  with 
differentiating  between  the  concepts  of  acute  and  chronic 
illness  and  the  general  issues  of  loss.     It  is  most  important 
to  recognize  that  acute  and  chronic  illnesses  are  very 
different  in  their  development  and  in  the  treatment  responses 
demanded.     There  are  many  issues  associated  with  the  concept 
of  loss,   from  the  concrete  issues  of  memory,  employment, 
friends,   and  finances,   to  relationship  and  roles.     Along  with 
the  ideas  of  loss,  responses  of  grief  and  bereavement  are 
developed . 

It  is  important  in  all  sessions,   but  particularly  in  the 
first  session,   that  group  members  be  allowed  to  ventilate 
their  feelings  relative  to  the  illness,  yet  not  monopolize, 
the  setting  by  telling  "war  stories."    This  is  to  be 
considered  as  a  form  of  resistance  and  confronted 
appropriately.     The  group  conversation  is  gently  and  firmly 
redirected  to  the  topic  of  how  the  family  has  been  affected. 

SESSION  TWO: 

Stages  <^na  Needs.     The  didactic  portion  of  the  meeting 
presents  the  issues  of  illness  development.     Stages  of  growth 
and  development  are  identified  in  individual  and  family 
contexts.     The  developmental  concept  is  carried  over  into 
stages  of  illness  development.     Illnesses  have  growth  and 
developmental  stages  just  as  individuals  and  families  do.  As 
the  developmental  stages  occur,  responses  must  be 
synchronized  with  the  changing  stages  for  the  family  to  treat 


the  illness  appropriately.     When  the  family's  responses  are 
not  synchronized  with  the  demands,   the  family's  personal  and 
familial  needs  are  poorly  met.     Open  channels  of 
communication  are  the  key  to  providing  understanding  and 
insight  and  to  unlock  some  of  the  "arrested"  stages  of 
development  experienced  by  the  families.     The  families  are 
encouraged  to  talk  about  their  personal  needs  which  are 
overwhelmed  by  the  illness'   development.     As  the  families 
open  lines  of  communication,   levels  of  trust  increase  and 
secrets  have  less  influence. 

This  session  is  the  first  of  the  series  of  sessions 
which  is  conducted  in  the  setting  of  concentric  circles.  The 
intent  of  the  session  is  to  have  the  patients  verbalize  their 
perception  of  their  illness  with  others  suffering  from  AD. 
As  they  discuss  the  illness  they  find  that  they  are  not  alone 
in  their  concerns,   fears,  and  thoughts.     As  they  have  the 
opportunity  to  talk  with  each  other,   the  outer  group  of 
families  listens,  without  engaging  in  conversation,   to  the 
ideas  expressed  by  the  patients.     As  the  directions  are 
presented  explaining  the  group  format  and  process,   it  is 
stressed  that  the  outer  group  is  not  to  interrupt  the  inner 
group  while  it  is  working.     it  is  expected  that  the  group 
experience  some  def ensiveness  initially,   that  tends  to 
resolve  as  the  process  continues.     When  the  groups  shift  and 
the  families  take  the  inner  circle  to  work,   they  are  reminded 
to  discuss  their  reactions  to  the  earlier  comments.  The 
intent  of  this  part  of  the  session  is  not  to  respond  to  the 
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issues  previously  presented,  but  to  introduce  their  emotional 
responses  to  the  information. 

SESSION  THREE: 

Changing  Roles.   Unchanging  Responses.     This  session 
continues  with  the  developmental  concepts  introduced  in 
Session  Two  and  presents  the  families'  responses  to  the 
enforced  changes.     As  lives  and  environments  change,  plans 
and  hopes  must  change,   and  new  priorities  are  established. 
This  session  presents  the  concepts  of  homeostasis,  rule 
flexibility,   rigidity,   and  member  roles.     Concrete  examples 
of  changes  taking  place  in  everyday  life  as  a  result  of  the 
illness  diagnosis  and  development  are  presented.  Both 
primary  and  secondary  caregivers'   responses  to  these  events 
are  discussed  along  with  the  meaning  of  the  events. 
Alternative  strategies  are  developed  to  preserve  the  meaning 

\ 

of  the  event,  while  attending  to  the  immediate  needs  of  the 
illness.     The  leader  gives  examples  of  some  families 
demonstrating  effective  role  flexibility,  while  others  are 
presented  as  rigid  in  their  coping  mechanisms.     Having  the 
peer  groups  work  together  with  minimized  input  from  other 
caregivers  provides  the  speakers  with  an  opportunity  to 
discover  the  concept  and  experience  the  benefit  of 
"universality"    (Yalom,   1975).     This  continues  the  breakdown 
of  "secrets"  embedded  in  the  family's  repertoire  of  behavior. 


SESSION  FOUR: 

Cohesion:     Close  Enough  to  Relate.   Free  Enough  to 
Breathe .     Families  often  have  difficulty  determining  how  and 
when  to  be  close  and  distant.     How  much  distance  is  enough? 
Too  much?    What  is  the  difference  between  being  supporting 
and  stifling?    Communication  tools  from  Session  Two  are 
combined  with  awareness  of  rigid  behavior  patterns,  allowing 
the  families  to  start  increasing  flexibility  and  reinstating 
acceptable  distances.     They  must  be  able  to  re-learn  the 
steps  in  the  "dance"  of  relatedness.     The  leader  presents  , 
concepts  of  cohesion  and  its  effect  on  expression,  support, 
and  morale.     Issues  of  enmeshment  and  disengagement  are 
discussed  along  with  benefits  and  penalties  of  both  extreme 
patterns  of  relating.     Each  family  member  is  encouraged  to. 
identify  his/her  own  comfort  level  and  range  of  cohesiveness. 
As  the  concepts  become  clarified,   flexibility  is  emphasized 
as  a  coping  mechanism  used  by  the  families. 

SESSION  FIVE: 

Resources  Utniy.atinn      As  the  family  develops  increased 
competence  in  communication  and  role  flexibility,   it  has  the 
opportunity  to  develop  new  patterns  of  resource  utilization. 
The  need  for  social  supports  gained  from  inside  and  outside 
the  family  structure  are  stressed  by  the  group  leader.  The 
family  members  are  able  to  use  nuclear  and  extended  families 
as  support  while  continuing  to  become  increasingly  cognizant 
of  available  community  supports. 
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SESSION  SIX: 

Stress  Management.  Wrap-up.  and  Termination;  Coping  with 
Alzheimer's  Disease.     This  session  provides  the  opportunity  ,. 
to  go  over  some  of  the  more  salient  issues  covered  in  the 
group,  wrap  up  any  loose  ends  that  have  occurred,  and 
terminate  the  group  meeting.     The  didactic  presentation  is  a 
generalized  presentation  of  stress  management  techniques.  > 
The  principle  topics  covered  are  catastrophising,  breathing 
exercises,  physical  exercise,  diet  management,   assert iveness 
and  relaxation  training.     It  is  to  be  recognized  that  this  is 
a  cursory  review  of  stress  management  techniques,  but  a 
methodology  is  presented  which  allows  the  families  to 
continue  with  the  skills. 

Because  one  of  the  goals  of  the  group  effort  is  to  have 
the  families  experience  themselves  more  fully  and  intimately, 
it  is  suggested  that  this  information  be  presented  in  a 
personalized  fashion.     This  paper  suggests  a  theorized  case 
example,   if  the  group  leader  does  not  have  personal  • 
experience. 

It  is  important  to  note  that  the  MFC  is  not  intended  to 
provide  solutions  to  illness-related  difficulties  or  teach 
problem-solving  techniques,  but  to  provide  a  supportive 
family- focused  forum  in  which  the  families  can  understand 
their  own  illness-related  attitudes,   feelings,  and  behavior 
patterns  by  interacting  with  others  who  have  similar 
problems.     In  this  environment,   the  families  should  be  able 
to  look  at  their  own  functioning,  assess  its  efficacy,  and 
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develop  changes  appropriate  for  them  at  that  time.  It 
certainly  is  not  intended  to  be  everything  to  everyone.  It 
may  be  different  things  to  different  families,   depending  on 
their  level  of  acceptance  and  willingness  to  look  at  the 
illness  and  their  family's  relationship.     The  group  is 
expected  to  provide  a  safe  setting  in  which  the  families 
afflicted  with  AD  can  start  to  experience  a  new  awareness  of 
the  illness  with  which  they  are  grappling  and  consider 
developing  new  behavior  patterns  to  replace  previously 
developed  dysfunctional  patterns. 

Summary 

Life,  whether  experienced  in  an  individual,   family,  or 
group  setting  is  a  dynamic  and  pragmatic  process.     The  MFG 
program  represents  an  application  of  that  principle  to  a 
unique  setting.     While  this  manual  presents  a  well-defined 
format  designed  to  be  used  to  provide  treatment  for  an 
identified  patient  sample,  it  is  to  be  clearly  recognized 
that  the  treatment  model  will,  of  necessity,  be  pragmatic  and 
dynamic,     it  can  in  no  way  pretend  to  present  "the  way"  to 
provide  treatment  to  any  given  group.    As  the  members  of 
groups  are  unique,  their  presentations  of  problems  are 
unique,  and  the  interactions  between  the  families  and  the  ,    " "  . 
group  leaders  are  unique.     The  model  tends  to  serve  as  a 
guide  for  the  group  leaders  to  use  in  their  interactions  with 
the  family  members  over  time.     Just  as  flexibility  is  a  goal 
being  taught  by  the  leaders,   flexibility  must  be  demonstrated 
in  the  assessment  of  problems  and  application  of  treatment. 
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The  MFG  program  does  not  sufficiently  address  the  needs  and 
problems  of  all  families  who  participate.     It  may  represent 
an  initial  experience  with  psychosocial  interventions  for 
some,  while  being  familiar  territory  for  others.  Two 
overriding  concepts  must  prevail  in  the  group  treatment 
process.     One,   the  family  has  the  identified  problems  and  the 
sought  after  answers.     The  families  are  the  real  teachers. 
If  the  group  leaders  are  sufficiently  aware,  the  answers  are 
presented  to  them  by  the  families.     If  they  are  sufficiently 
adroit,   they  are  rewarded  with  the  opportunity  of  service. 
Two,   the  effectiveness  of  the  program  is  predicated  on  the 
relationships  developed  between  the  families  and  the  leaders. 
That  relationship  must  be  based  on  honesty,  respect,  and 
mutual  trust.     Once  the  safe,  trusting  environment  is        ■  - 
established  that  allows  the  families  to  look  more  objectively 
at  themselves  and  their  fellow  group  members,  they  will  be 
able  to  change. 


■  i  - 
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SESSION  ONE 
Acute  Versus  Chronic  Illnesses 

Introduction.  Get  Acquainted 

The  group  leaders  will  have  the  meeting  room  arranged 
with  adequate  seating  available  well  in  advance  of  the 
meeting  time.     The  families  will  be  greeted  and  invited  to 
socialize  until  the  group  has  arrived.     With  everyone  seated, 
the  group  leaders  will  introduce  themselves.     The  •  5 

introductions  will  include  the  leader's  profession  and 
experience  working  with  medically  ill  families.     Reminders  of 
confidentiality  and  recording  will  be  made.     Written  consent 
for  recording  will  have  been  obtained  and  explanations 
concerning  the  intended  use  of  recordings  of  the  sessions 
will  have  been  made  prior  to  the  first  group  meeting.  The 
format  of,  the  meetings  will  be  presented,  along  with  a  brief 
overview  of  the  program.     Introductions  will  be  made  of 
participants  by  themselves,  on  a  voluntary  basis.     A  brief 
statement  may  be  elicited  concerning  the  participants ' 
expectations  of  the  group.    The  following  comments  may  be 
used  as  a  general  guide  for  the  group  leader  to  use  as  an 
opening  statement  and  explanation. 

"Welcome!     Many  of  you  already  know  each  other.     Others  - 
are  here  whom  you  know  well,  you  just  haven't  met  yet.  Every 
family  that  lives  with  a  serious  chronic  illness  is  under 
extra  stress  every  day.     You  have  experienced  this 
personally,  you  may  not  have  known  that  many  others  share 


that  experience.     Meeting  other  families  who  have  chronically 
ill  members  provide  opportunities  to  share  some  of  your 
experiences,  challenges,  concerns,  and  hopes  associated  with 
day  to  day  life  with  Alzheimer's  disease.     You  may  be  able  to 
learn  from  other's  experiences  and  you  will  probably  help 
others  by  discussing  your  own  experiences.     You  undoubtedly 
have  questions  regarding  the  purpose  of  this  group  which  I 
hope  we  can  answer  during  this  meeting.     I  would  like  to  go 
over  a  few  points  now  to  clarify  some  of  those  issues." 

Take  this  opportunity  to  review,  very  briefly,  some  of 
the  basic  points  that  have  been  explained  in  detail  to  the 
individual  families  earlier.     "As  we  have  discussed,  the 
group  meetings  will  be  for  6  weeks  and  last  approximately  one 
and  one  half  to  two  hours  each  meeting.     Please  make  every* 
effort  to  be  at  each  of  the  meetings  on  time.     This  is  a 
matter  of  courtesy  to  your  fellow  group  members.     If  you 
cannot  attend  a  meeting  for  some  reason,  please  call  one  of 
the  group  leaders  in  advance  and  let  us  know.     I  want  to 
remind  you  of  the  need  for  confidentiality.     We  do  not  expect 
to  be  talking  about  dark  family  secrets,  but  we  will  be 
dealing  with  sensitive  information.     Sensitivity  is  unique  to 
each  family;  what  is  okay  to  talk  about  in  some  families  is 
taboo  in  others.     Please  respect  others'  concern  for 
maintaining  confidential  information  inside  the  group 
setting. 

"The  first  and  last  group  meeting  will  be  held  in  a 
single  large  group  like  this.    The  middle  three  groups  will 
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provide  us  with  the  opportunity  to  break  into  smaller  groups 
and  discuss  issues  at  different  levels.     Basically,   the  group 
topics  will  be: 

Session  One:   "Chronic  Vs.  Acute  Illness."     Today  we 
will  look  at  differences  between  chronic  and  acute 
illnesses,  some  symptoms  of  AD,  and  our  responses  to 
these  symptoms . 

The  second  session  is  titled:    "Stages  and  Needs." 
Recognizing  that  there  is  a  difference  between  acute  and 
chronic  illnesses  is  not  enough.    We  will  explore  the 
development  of  an  illness  in  this  session  and  look  at 
the  commensurate  changes  in  needs  the  family  experiences 
in  the  illness'  development.     Individuals  have  clear 
stages  of  development.     Families  also  have  identifiable 
stages  of  development.     We  will  consider  the  possibility 
that  illnesses  also  have  stages  of  development  in  this 
session.     As  the  illness  develops,  it  causes  pressures 
on  families,  resulting  in  developmental  changes  in  the 
family.     Effective  communication  is  challenged, 
resulting  in  misunderstandings  and  hurt  feelings.  We 
will  look  at  the  effect  the  illness  has  on  our  ability 
to  communicate  effectively.  :  ' 

The  third  session  is  titled:   "Changing  Roles, 
Unchanging  Responses."    This  session  will  continue  with^"" 
the  developmental  concepts  introduced  in  sessions  one 
and  two  and  look  at  the  families'  responses  to  the 
changes.     As  our  lives  and  living  conditions  change,  our 
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plans  and  hopes  must  change  to  accoimnodate  the  new 
demands.     There  is  a  natural  tendency  for  us  all  to  be 
resistant  to  change.     We  will  look  at  those  resistances 
and  the  effect  they  may  have  on  the  care  being  provided 
in  the  AD  family. 

The  fourth  session's  topic  is  "Cohesion;  Close 
enough  to  relate.  Free  enough  to  breathe."     It  is 
difficult  to  know  just  how  close  is  too  close  or  too  far 
away.     What  is  supportive  for  one  family  is  stifling  for 
another.     We  will  look  at  the  issues  of  communication 
and  flexibility  to  determine  the  optimum  level  of 
closeness  for  each  of  us  and  learn  to  change  that 
closeness  as  it  is  needed. 

The  fifth  session  is  "Resource  Utilization."  As- 
you  develop  new  competencies  and  confidence  in 
communicating  and  adapting  to  new  situations,  you  will 
have  new  opportunities  to  take  advantage  of  available 
resources.     These  resources  will  be  identified  as  coming 
from  the  family  itself  as  well  as  from  the  community. 
We  will  look  at  re-activating  old  and  developing  new 
resources  while  experiencing  new  techniques  for  engaging 
them. 

The  sixth  session,   "Stress  Management"  is  a  recap 
of  the  work  we  have  done.     We  will  summarize  the  ideas 
covered  and  explore  new  and  old  coping  mechanisms  which 
help  us  manage  the  stressful  tasks  at  hand." 
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The  group  leader  will  hesitate  here  to  field  questions 
and  give  the  families  an  opportunity  to  ask  for 
clarification.     Questioning  by  families  at  this  time  may  be  a 
simple  request  for  additional  information,  but  it  may  also  be 
an  expression  of  anxiety.     The  family  may  need  to  ventilate 
some  fear  and  apprehension  and  give  the  leaders  an 
opportunity  to  provide  support  and  reassurance. 

When  the  group  leaders  are  comfortable  with  the 
families'  readiness  to  continue,  they  will  start  with  group 
one's  didactic  presentation. 

"All  illnesses  are  not  the  same.     In  particular,  chronic 
and  acute  illnesses  are  not  the  same.     Acute  illnesses  ■ 
generally  have  a  sudden  onset,  a  clear  diagnosis  and  an 
expected,  predictable  prognosis  leading  to  cure  and  return  .to 
a  previous  level  of  functioning.     Chronic  illnesses  may  have 
acute  or  gradual  onsets,  diagnosis  is  often  difficult  to 
obtain  and  the  prognosis  is  very  uncertain.     Because  the 
entities  are  different,  demands  placed  on  the  patients  and 
families  are  different.     In  spite  of  all  the  differences, 
there  are  some  commonalities  that  exist  among  families 
working  with  the  chronically  ill  that  may  not  be  readily 
evident  to  you.     We  will  discover  some  of  those  universal 
traits  as  we  get  to  know  each  other." 

"One  of  the  principle  commonalities  is  that,   in  chronic 
illnesses,   the  families  are  much  more  involved  than  they  are 
in  acute  illnesses.    When  a  family  member  is  diagnosed  with  a 
chronic  illness,  it  is  a  family  affair.     The  entire  family. 
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in  some  manner,  is  involved  in  the  diagnosis  and  treatment  of 
the  identified  patient." 

"When  we  have  a  patient  brought  into  the  hospital  with  a 
broken  leg,  cut,  or  sprain,   the  family  support  system  swings 
into  action  along  with  the  medical  system.     The  break  or  cut 
is  treated,   the  family  goes  home  to  recuperate  and  in  short 
order,   things  revert  to  previous  levels  of  functioning.  When 
the  diagnosis  is  of  a  chronic  illness,  the  process  doesn't 
work  quite  so  smoothly.     The  family  goes  in  to  see  the 
medical  team  and  gets  a  diagnosis  over  an  extended  period  of 
time.     Many  of  your  family  members  have  been  referred  to  your 
physicians  during  this  time  and  you  were  probably  given 
different  explanations  for  the  behaviors  and  complaints 
described;  seldom  is  one  diagnosed  as  having  AD  on  one  visit 
to  the  doctor.     It  usually  takes  the  family  about  a  year  to 
fully  comprehend  the  impact  of  a  chronic  illness  on  the 
family's  daily  functioning." 

"The  crisis  that  brought  the  family  into  the  doctor's 
office  doesn't  go  away,  though,    when  the  diagnosis  is  AD, 
along  with  a  few  other  illnesses,  the  demands  of  the  illness 
continues,  even  progresses  gradually  and  the  family  doesn't 
go  back  to  a  previous  level  of  functioning.    They  may  try  to 
go  back  to  previous  levels,  but  it  doesn't  work.     They  try  to 
maintain  a  crisis  level  of  operations  and  find  out  just  how 
very  demanding  it  is." 

"I  remember  when  my  father  died,  after  a  2  year  history 
of  strokes  and  TiAs,  just  how  exhausted  the  family  was.  The 
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first  stroke  was  a  terrible  blow  to  the  entire  family.  The 
family  and  friends  rallied  to  mother's  side  and  gave  her  a 
lot  of  sympathy  and  support.     Dad  got  better,  was  discharged 
from  the  hospital  to  a  skilled  nursing  facility,  and 
gradually  recovered  until  he  was  able  to  go  back  home. 
Slowly  our  lives  returned  to  a  "nearly  normal"  level  of 
functioning.     There  were  a  lot  of  adaptations,   but  the  family 
accepted  the  new  roles  assumed  by  all.     When  everyone  had 
almost  adjusted  to  this  pattern.  Dad  had  the  next  stroke. 
The  response  was  the  same,  but  to  a  lesser  degree  of 
intensity.     We'd  been  through  this  before,  we  understood  more 
of  the  medical  and  rehabilitative  jargon  and  had  a  better 
understanding  of  possible  outcomes.     Dad  came  home  again 
after  several  weeks  and  mom  reorganized  her  life  again.  She 
returned  to  work  and  there  was  some  degree  of  homeostasis,  or 
steadiness.     The  cycle  repeated  itself  over  the  next  year  or 
two,  several  times.     My  Dad's  condition  cycled  up  and  down  on 
a  downhill  course.     The  family  and  community  became 
exhausted.     We  had  responded  to  so  many  crises,   there  was 
hardly  energy  for  another,  yet  we  continued  to  respond 
somehow. " 

"The  family's  response  to  AD's  progressive  nature  is  not 
significantly  different.     Hans  Selye,  the  physician  who  did  " 
the  pioneering  work  in  understanding  the  stress  responses  / 
described  our  coping  process  as  responding  to  a  crisis  with 
increased  energy  and  assets,  or  resources,  then  adjusting  to 
a  new  level  of  performance.     if  the  crisis  resolved. 
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everything  goes  back  to  a  previous  level  of  functioning,  the 
responders  recover  and  all  is  well.     If  the  crisis  does  not 
resolve,   the  response  level  is  maintained  and  the  "response 
team"  has  no  opportunity  to  recover.     It  is  as  if  the 
"machine"  is  pushed  to  its  maximum  performance  level  and  held 
there  until  parts  start  wearing  out.     Selye  called  this  stage 
exhaustion.     Some  of  the  common  symptoms  of  exhaustion  which 
are  present  in  the  family  include  tiredness,  altered  sleeping 
patterns,  changed  appetite  and  eating  habits,  aches  and 
pains,  headaches,  nausea,  backaches,   forget fulness , 
irritability,   feelings  of  confusion,  being  overwhelmed,  etc." 

"The  disease  has  symptoms  which  present  in  the 
individual  with  which  we  are  all  familiar.     These  generally 
include  cognitive  and  behavioral  functioning,  psychiatric 
states  and  psychosocial  consequences.     You  will  find  a  more 
exhaustive  list  of  symptoms  at  the  end  of  Session  Six." 

"This  is  an  illness  which  strikes  an  entire  family.  The 
carrier  has  one  set  of  symptoms  and  the  supporting  family 
system  has  another  set  of  symptoms,  but  they  are  all  in 
response  to  the  same  insult.     Everyone  is  victimized  by  the 
illness . " 

"One  of  the  things  I  have  been  able  to  see,  in 
retrospect,   is  that  my  family  was  responding  to  the  illness 
crisis  just  as  if  there  had  been  a  loss  or  a  death  in  the 
family.     In  addition  to  the  symptoms  we  have  mentioned,  I 
gradually  became  aware  of  emotional  responses  we  were 
experiencing  at  different  levels  and  times.     Initially,  there 
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was  a  sense  of  "I  don't  believe  this--it  can't  be  happening." 
We  were  trying  to  forget,  or  deny  that  one  of  us  could  be 
this  ill.     We  had  trouble  hearing  some  of  the  information 
being  presented  by  the  physicians  and  nurses.     There  was  an 
associated  anger  in  the  form  of  "Why  me?" --Why  did  my  father 
have  this  illness?"     "Why  do  we  have  to  deal  with  this?" 
Even  the  completely  irrational  thought,    "What  did  we  do  to 
bring  this  on?"    Whatever  the  version,   it  was  still  based  on 
an  angry  response  to  an  illness.     Irrational,  yes,   but  valid. 
Sometimes  the  emotions  would  flip  back  and  forth.     Sometimes  ' 
I  found  myself,  alone  in  the  car  going  back  and  forth  to 
visit,  talking  with  God,   "What  do  you  want  from  me?"  as  if 
trying  to  bargain  for  by  Dad's  health.     At  other  times  I 
would  feel  profoundly  depressed  and  need  to  cry,  sensing  the 
overwhelming  uselessness  of  whatever  we  were  doing.  At 
different  times,   these  emotions  would  come  and  go  gradually, 
instantaneously,  one  after  another,  or  in  no  pattern  or 
rhythm.     Sometimes  I  questioned  if  I  was  loosing  my  mind. 
Gradually,  bit  by  bit,  I  started  accepting  the  reality  of  my 
father's  increased  disability  and  prognosis.     The  process  was 
so  gradual  and  painful,  I  didn't  realize  there  was  any 
pattern  then- -only  confusion  and  pain.     Now,  looking  back,  it 
is  a  lot  clearer  and  less  painful.     Then  it  was  very 
difficult . " 

"I  know  my  father  experienced  the  same  confusing 
process.     At  times  he  tried  to  function  as  if  there  was 
absolutely  nothing  wrong.     He  would  attempt  to  do  things  that 
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we  all  know  he  couldn't  do.     Invariably,  he  would  get 
irritated  when  he  came  face  to  face  with  his  inability  to 
perform  certain  tasks,   like  get  dressed  or  eat  or  remember 
certain  events  or  words.     There  were  times  when  he  would  lash 
out  at  us--unintentionally,  but  painfully.     There  were  times 
when  he  was  embarrassed  with  his  lack  of  capabilities  and 
other  times  when  he  appeared  to  be  totally  unaware  of  them. 
He  got  depressed,  too,  sometimes  morosely  so,  expressing 
suicidal  comments  like  "You'd  all  be  better  off  without  me." 
We  all  experienced  the  same  emotional  roller  coaster  ride- -an 
it  was  a  scary  ride!" 

Open  up  the  session  with  an  invitation  for  the  families 
to  comment ;   " .   .   .  some  of  you  may  have  experienced  some  of 
these  events,"  or,   "The  gist  of  this  statement  is  that  the. 
illness  is  much  more  than  an  illness,  as  we  often  think  of 
illnesses;     A  chronic  illness,  particularly  AD  affects  all 
member  of  a  family  in  many  ways.     We  would  like  to  start  this 
session  by  hearing  how  the  illness  has  affected  you, 
particularly." 

"Now  let's  hear  from  you.    What  are  some  of  the  changes 
you  have  experienced?"    The  group  leader  will  now  present 
specific  topics  from  those  referenced  in  order  for  the 
families  to  focus  on  an  issue.     One  of  the  issues  to  be 
addressed  might  be  introduced  by  the  therapist  suggesting 
that  the  group  members  comment  on  just  how  their  family  has 
tended  to  function  differently  since  the  illness  has 
progressed,     it  is  important  for  the  group  to  be  as  concrete 
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and  specific  as  possible  with  examples  of  the  family's 
involvement  and  change.     The  group  may  need  to  ventilate  some 
of  the  frustration  experienced  as  the  result  of  the  length  of 
time  taken  for  the  diagnosis  to  be  developed.     The  families 
need  to  be  able  to  discuss  the  social,  physical,  financial, 
and  spiritual  adaptations  it  has  made  to  cope  with  AD.  The 
victimization  process  of  the  entire  family,  nuclear  and 
extended,   is  a  topic  that  will  surface.     The  group  will 
proceed  at  this  point  in  a  regular  group  format,  developing 
the  context  of  the  topics  as  it  applies  to  them  and  the 
associated  emotional  sequelae  of  the  illness. 

When  the  session  breaks  up,  a  prediction  of  responses  is 
in  order.     "You  might  have  different  responses  this  week  as  a 
result  of  our  bringing  up  some  of  these  issues.     Some  people 
feel  a  sudden  sense  of  "How  did  I  say  those  things?"  or  "What 
must  those  people  think  of  me?"    There  may  be  reluctance  to 
return  to  the  group  meeting  next  week.     I  want  to  assure  you 
these  responses  are  perfectly  natural  and  may  be  expected. 
Everyone  won't  respond  in  the  same  way  and  degree,  but  some 
of  you  may  have  thoughts  similar  to  these.     If  you  find 
yourself  with  reasons  for  not  coming  next  time,  you'll  know 
it  is  because  you  are  uneasy  dealing  with  the  ideas  discussed 
here.     The  stronger  the  reluctance,  the  greater  the  need  to 
continue  and  the  more  beneficial  the  group  will  be  to  you. 
It  may  be  a  little  uncomfortable  initially,  but  the  benefits 
will  far  outweigh  the  deficits." 


■■  '•imvii-  - 
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SESSION  TWO 

Stages.  Needs  Subordination,  and  Communication 

This  session  will  focus  on  the  demands  placed  on 
communication  within  a  family  as  the  result  of  conflict 
between  developmental  stages  of  illnesses  and  familial  needs. 
We  will  explore  these  concepts  to  determine  what  effect 
developmental  stages  have  on  the  family  members'   ability  to 
communicate  with  each  other  and  their  external  social 
environment.     It  is  important  to  start  this  session  with  a 
tie  in  with  the  previous  session.     Before  the  didactic 
session  begins,   the  group  leader  will  provide  the  group  with 
an  opportunity  to  set  the  stage  for  the  session's  work  and 
tie  the  first  and  second  sessions  together  with  a  question 
like,   "What  do  you  recall  our  talking  about  last  session? 
What  was  important?"  or  "What  conversation  was  stimulated  as 
the  result  of  the  information  presented  at  the  last  session?" 
The  group  leader  will  process  this  information  quickly,  gauge 
the  readiness  of  the  group  to  move  to  the  next  topic,   then  ' 
begin  the  second  session.  '  "  I  ^  t ' 

Continuing  with  the  previously  set  format  of 
personalizing  the  information  being  provided,  the  group 
leader  might  use  a  scenario  like  the  following.     "Last  time, 
I  mentioned  my  family's  ordeal  associated  with  my  father's 
illness  and  death.     I  also  mentioned  the  concept  of  illnesses 
having  a  developmental  process  associated  with  them.  Freud 
first  talked  about  individual  developmental  stages;  family 
theorists  later  discussed  the  idea  that  families,   too,  had 
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distinct  developmental  stages  with  needs  unique  to  each  of 
the  stages.     Our  families  start  out  as  unattached  young 
adults  who  meet,  join  with  other  unattached  young  adults 
through  marriage  to  form  a  couple.     The  couple  has  children, 
launches  them  to  their  own  young  adult  lives,  and  settles 
down  to  enjoy  themselves  in  later  life..    Each  stage  has  its 
own  expectations  and  tasks  which  the  family  must  accomplish 
in  order  to  continue  with  its  social  evolution.     Along  with 
the  later  life,  then,  comes  expectations  of  quietness, 
comfort  and  companionship.     It  is  a  time  of  reflection  and 
contemplation.     The  family  members  use  their  experiences  to 
balance  their  hopes  and  dreams  with  actual  accomplishments. 
The  closer  the  dreams  and  reality  match,   the  more  satisfied 
the  family  will  be  with  themselves.     The  introduction  of  a. 
chronic  illness  to  the  family  at  this  stage  of  its 
development  prevents  the  family  from  carrying  out  the  tasks 
it  has  to  accomplish  at  this  time.     When  a  family  has  worked 
hard  to  reach  this  period,  only  to  have  the  rewards  withheld 
and  replaced  by  more  self-denial  and  work,  the  family  will 
often  respond  with  a  lessened  ability  to  conjointly  resolve 
problems  that  occur.     When  the  family  is  not  allowed  to  enjoy 
the  later  years,   it  will  often  become  frustrated  and  take 
that  frustration  out,  unintentionally  on  the  other  family 
members.     When  this  starts  to  happen,  communication  suffers 
badly,     what  had  previously  been  open  lines  of  communication 
now  has  become  avenues  for  conflict  and  misunderstanding. 
Overwork  results  in  fatigue  and  irritability  which  only 
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compounds  the  problems  associated  with  clear  lines  of 
communication. 

"My  father  had  retired  early  and  set  about  in  his  later 
years  building  a  retirement  home  for  himself  and  my  mother. 
My  mother  continued  working,  maintaining  social  contacts,  as 
well  as  financial  resources.     They  had  moved  to  the  house  and 
started  making  serious  plans  for  both  of  them  to  stay  home 
when  my  father  had  the  first  stroke.     Their  world  was  now 
upside  down  with  all  the  plans  they  had  made  tossed  away. 
While  Dad  was  in  hospitals  and  nursing  homes,  my  mother 
worked  to  maintain  some  semblance  of  order.     She  had  all  the 
responsibilities  of  two  homes,  a  job,  social  obligations,  and 
an  ill  husband  to  manage  now.     She  did  a  very  good  job,  but 
the  costs  in  physical  exhaustion  and  emotional  fatigue  were 
tremendous.     Communication  became  strained,  and  at  times, 
nonexistent  between  her  and  my  Dad.     In  spite  of  the  fact 
that  my  brother  and  I  were  available,  she  undoubtedly  felt 
like  she  was  doing  everything  all  alone  much  of  the  time. 
Misunderstandings  and  hurt  feelings  came  more  frequently. 

Stages  of   ninegs  npvPlnpmpnt- 

"Categorizing  illnesses  in  developmental  terms  requires 
our  looking  at  illnesses  along  three  variables.     There  may  be 
differences  in  the  onset,  course,  and  degree  of 
incapacitation  of  any  illness.     The  onset  of  illnesses  may  be 
acute,  as  in  stroke  or  some  myocardial  infarction,  or 
gradual,  as  in  Parkinson's  or  Alzheimer's  disease.  Acute 
onset  illnesses  require  a  rapid  mobilization  of  resources  by 
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the  family  and  place  a  sudden  demand  on  the  family's  ability 
to  change  roles.     Gradual  onset  illnesses  allow  for  a  more 
protracted  period  of  adjustment.     This  gradual  onset  of 
illness  is  often  very  frustrating  in  and  of  itself,   in  that 
it  is  quite  difficult  for  the  family  to  clearly  determine  the 
cause  of  the  dysfunctional  behaviors.     In  my  case,  as  I 
mentioned  previously,   the  onset  was  sudden  with  a  very 
gradual  improvement  over  time.     In  the  case  of  AD,  the  onset 
is  so  gradual,   families  often  wonder  for  weeks  just  what  the 
cause  of  the  uncharacteristic  behavior  really  is." 

"The  next  variable  in  the  illness 's  development  is  the 
course  of  the  illness.     The  illness  can  be  progressive, 
constant  or  relapsing  in  nature.     Alzheimer's  disease  is 
continuous  in  symptom  presentation  and  progressive  in 
severity.     The  individual  and  family  are  faced  with  the 
effects  of  a  perpetually  symptomatic  family  member  whose 
disability  increases  in  a  stepwise  fashion.     Periods  of 
relief  from  the  demands  of  the  illness  tend  to  be  minimal. 
Continual  adaptation  and  role  change  are  demanded. 
Increasing  strain  on  family  caregivers  is  caused  by  both  the 
risks  of  exhaustion  and  the  continual  addition  of  new 
caregiving  tasks  over  time.     As  the  demands  continue  to 
increase,  the  caregivers  become  more  overwhelmed  and  less  ' 
able  to  function  effectively."  .   *  » 

"The  other  variable  associated  with  illness  progression 
is  degree  of  incapacitation.     The  AD  families  suffer  from 
impairment  of  cognition,  memory,  communication,  and 
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behavioral  outbursts.     The  extent  and  timing  of 
incapacitation  suggest  sharp  differences  in  the  degree  of 
stress  facing  the  family.     Alzheimer's  disease  is  progressive 
in  disability,  becoming  more  disabling  in  later  stages.  It 
allows  the  family  more  time  to  prepare  for  anticipated 
changes  and  provides  an  opportunity  for  the  ill  member  to 
participate  in  family  decisioning . " 
Family  Responses  to  Illness  Development 

"When  one  family  member  becomes  dependent  upon  another, 
the  relationship  is  unbalanced  and  expectations  are  unmet. 
Dependency  issues  are  to  be  addressed  at  both  levels:  caring 
for  another  and  being  cared  for.     The  spouse  faces  the  task 
of  caring  for  the  increasingly  dependent  partner;  the  adult 
child  needs  to  accept  a  filial  role,  taking  responsibility* 
for  what  he/she  can  appropriately  do.     The  AD  victim  is  faced 
with  the  task  of  accepting  their  limitations  and  the  care 
that  is  provided.     So,  considering  the  divergence  of  the 
family's  needs  and  the  illness'  demands  it  is  not  surprising 
that  communication  takes  a  thorough  beating." 

"Whatever  the  reasons,  communication  became  inhibited  in 
my  family.     Actually,  we  were  never  particularly  adept  at 
emotionally  supportive  conversations,  but  now  we  really  shut 
down.     Not  that  we  didn't  talk,  we  could  talk  about  many 
things--the  weather,  the  car,  work- -anything  but  our  fear  and 
pain. " 

"As  the  result  of  the  increased  demand  and  decreased 
communication,  some  of  the  regular  needs  of  the  family  were 
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relegated  to  lesser  levels  of  importance.     These  are  often 
things  which  seem  trivial  initially,   but  they  serve  a  very 
important  function  in  household  management.     Cooking  and 
cleaning  is  something  that  often  gets  suspended.     How  can  one 
be  concerned  with  cleaning  and  dusting  when  an  illness  is 
demanding  attention?     Yet,   these  tasks  are  very  important 
symbols  within  the  household.     Failure  to  perform  basic 
duties  in  a  prescribed  manner  indicates  "failure"  to  some 
people.     Other  families  have  trouble  with  bill  paying, 
socialization  or  personal  time." 

"Most  of  these  functions  are  more  than  simple  tasks.  > 
For  most  of  us,   they  are  not  only  task-oriented  functions, 
but  they  are  also  symbolic  of  other  issues.     Cooking  and 
cleaning  are  basic  household  functions  which  often  fulfill-, 
caregiving  needs  of  the  individual  doing  the  work  and  become 
symbolic  of  being  cared  for  by  the  recipient  of  the  activity. 
Most  of  the  repetitive  tasks  we  perform  have  a  functional  and 
symbolic  purpose.     It  is  most  important  to  recognize  the 
multiple  levels  of  productivity  in  our  tasks  and  to 
compensate  for  the  underlying  needs  when  they  are  not  being 
met.     Cooking,  cleaning,  and  bill  paying  can  be  accomplished 
by  other  persons,  but  feelings  of  caring  for  others  and  being 
cared  for  are  hard  to  transfer  to  other  persons.    We  will  be 
looking  at  some  of  the  basic  tasks  each  of  us  has  given  up 
and  try  to  understand  the  symbolic  importance  of  that  task  in 
our  own  families.     We  will  determine  ways  to  recover  or 
maintain  the  symbolic  needs  while  transferring  the 


responsibility  for  the  surface  needs  to  others. 
Communication  is  the  key  to  being  able  to  elicit  the  more 
basic  needs  not  being  met." 

"One  of  the  most  important  parts  of  communication  is 
listening.     It  sounds  too  simple,  but  it's  so  true.  Good 
listening  skills  are  paramount  for  two  people  to  communicate 
well.     Listening  skills  include  things  like  empathy  and 
attentive  listening.     A  good  listener  emphathizes  with  the 
speaker.     When  the  speaker  communicates  happiness  or  sadness, 
the  listener  understands  that  emotion  and  lets  the  speaker  ; 
know  he  understood,  by  expressions  and  comments.  Attentive 
listening  plays  a  part  in  passing  the  information  back  from 
the  listener  to  the  speaker.     The  attentive,  or  active 
listener  communicates  with  the  speaker  his  understanding  of 
the  message  by  maintaining  good  eye  contact,  appropriate 
facial  expressions  and  body  gestures,  and  by  making  comments 
that  let  the  speaker  know  the  message  is  being  understood. 
Comments  like  "I  see,"   "Yeah,"  and  "Uh  huh,"  are  simple  and 
small,  but  have  a  tremendous  effect  on  maintaining  an 
effective  level  of  communication. " 

"Good  speaker's  skills  require  the  speaker  to  speak  for 
himself.     Too  often,  people  engaged  in  conversations  use  the 
plural  form  of  pronouns  as  they  engage  in  communications. 
This  may  sound  like  another  simple  thing,  but  it  is  very 
important  to  learn  to  speak  for  ourselves  and  not  others. 
Learning  to  speak  for  ourselves  means  we  slowly  learn  to  take 
responsibility  for  our  own  comments  and  actions.     It  is 


important  for  us  to  speak  for  ourselves  and  take 
responsibility  for  ourselves  in  order  for  others  to  start  to 
take  responsibility  for  themselves.     This  is  particularly 
hard  for  caregivers  who  have  been  accustomed  to  "thinking  for 
two, "  but  speaking  for  others  is  one  sure  way  for  us  to 
inhibit  the  free  passage  of  ideas  and  emotions  in  a 
relationship. " 

"Another  part  of  clear  communications  is  working  to 
maintain  clear  messages.     Our  verbal  messages  are  often 
inconsistent  or  unclear  in  meaning.     Even  if  we  have  been 
living  with  someone  for  several  years,  there  are  still  times 
when  we  manage  to  send  unclear  messages  to  our  partner.  The 
old  cliche  of  "She  can  read  my  mind"  may  have  some  validity, 
but  it  also  gives  us  a  lot  of  opportunity  for 
misunderstandings.     We  will  talk  about  how  we  often  tend  to 
"read  one's  mind"  and  how  we  can  get  into  trouble  by  doing 
that.     In  my  family,  I  have  been  accused  of  asking  others  to 
do  things  indirectly.     For  instance,  we  may  be  at  the  dinner 
table  when  I  ask,    "Is  there  any  cake  left  over  from  .    .  .?" 
Obviously,   the  proper  response  to  the  question  is  "yes"  or 
"no, "  since  it  is  a  request  for  information,  not  action. 
Often,  though,  the  response  is  "I  think  so,   let  me  see, "  as 
someone  gets  up  and  brings  it  to  the  table  for  me.     This  is  a  ^ 
simple  example  of  sending  unclear  messages  and  "mind 
reading,"  but  perhaps  we  can  use  it  to  illustrate  the  ' 
principle.  "  ; .  . 
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"Another  thing  we  can  do  to  confuse  communication 
efforts  is  to  interject  irrelevant  or  distracting  comments  or 
topics  into  our  conversations.     How  many  times  have  you  been 
talking  with  someone  when  you  start  wondering  "Where  did  that 
topic  come  from?"  or  "Did  we  change  topics  and  I  didn't 
notice?"     Conversations  that  go  off  on  tangents  or  that 
change  abruptly  can  be  very  confusing.     If  I  suddenly, 
without  warning,   started  telling  you  about  a  trip  I  took  last 
summer  to  the  Canadian  Rockies,  you'd  start  to  wonder  what 
was  going  on,  right?     It  is  important,   if  we  want  to 
communicate  clearly,  to  keep  on  a  topic  until  it  is 
completed. " 

"In  order  to  maintain  a  free  flowing,  effective 
conversation,   I  as  a  speaker,  must  show  respect  for  the      ■ , 
person  to  whom  I  am  addressing  the  information.     There  are 
many  ways  of  showing  respect  to  a  speaker,  or  listener,  like 
maintaing  good  eye  contact,  enunciating  words  clearly,  making 
concise  statements,  etc.     I'm  sure  you  have  many  examples  of 
times  when  you  have  felt  like  the  speaker  did  not  demonstrate 
respect  for  you."  •  .! 

"One  of  the  more  common  reasons  for  loosing  the  ability 
to  communicate  within  a  family  is  because  of  secrets  that  we 
feel  we  must  maintain.     Most  of  us  will  say,   "We  don't  keep 
secrets  in  our  home,"  but  there  are,  in  fact,  very  few 
families  who  have  no  secrets.     They  don't  have  to  be  major 
secrets,   just  things  that  we  do  that  we  don't  tell  others, 
like  holding  back  a  few  dollars  here  or  there  for 
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emergencies,  or  maintaining  fantasies  which  are  never 
discussed. " 

"Another  reason  for  communicating  less  is  because  of  the 
fear  of  hurting  another  family  member.     All  of  us  at  one  time 
or  another  has  help  back  information  or  comments  because  we 
were  concerned  that  it  might  hurt  others.     I'm  reminded  of  a 
story  of  an  elderly  couple  who  were  being  interviewed  by  a 
newscaster  on  their  50th  anniversary.     The  interviewer  asked 
the  wife  what  things  she  had  done  for  her  husband  that  she 
didn't  particularly  like  over  the  years  and  she'd  explained 
with  embarrassment  the  difficulty  she  had  always  had 
preparing  and  eating  sunny-side-up  eggs  for  her  husband.  "I 
detested  those  eggs,  and  I  made  them  every  morning  of  our 
married  life"  the  lady  reported.    The  husband,  shocked, 
retorted  "You  fixed  those  eggs  for  me?    I  hate  runny  eggs,  I 
ate  them  because  you  seemed  so  proud  of  the  job  you  did 
preparing  them."     So,  for  50  years,  this  couple  "protected" 
each  other  and  felt  martyred  by  not  risking  their  mate's 
feelings.     This  story  is  an  exaggeration,  and  is  intended  to 
make  a  point,  but  the  fact  is  that  many  of  us  probably  have 
similar  stories  which  we  could  tell." 

"Communication  is  not  only  reduced  between  the  family 
members,  but  between  the  family  and  its  social  environment  as 
well.     As  the  illness  progresses,  it  becomes  more  difficult 
to  function  socially  in  ways  families  that  previously  worked. 
The  demands  of  the  illness  places  restrictions  on  the 
caregiver's  time  and  energy  which  prevents  them  being 
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involved  in  social  events  while  personal  embarrassment 
reduces  one's  desire  to  extend  themselves  into  social  arenas 
previously  enjoyed.     Many  of  the  family's  friends  become 
anxious  and  uneasy  when  the  AD  family  is  near  and  withdraw, 
too .  " 

"There  are  many  reasons  why  AD  family  caregivers  find 
themselves  overwhelmed  to  the  point  of  not  providing  for 
their  own  needs  and  limiting  their  communications  with  the 
family  and  the  outside  world.     I'm  sure  you  have  experienced 
some  of  these,  or  similar  events,  and  can  contribute  to  these 
comments . " 

The  group  leaders  will  supportively  encourage  the  group 
members  to  bring  in  their  own  ideas  relative  to  the  topic  of 
needs  subordination  and  restricted  communication.  The  inner 
circle  will  comment  among  themselves  first,  then  the  circles 
will  change  seats  and  allow  the  new  inner  group  to  comment. 
When  both  sides  have  made  their  comments,  the  group  will 
reform  in  its  full  size  and  communication  between  the  family 
members  will  ensue. 

Specific  areas  that  can  be  introduced  for  the  group  to 
discuss  will  be  "What  stage  of  development  do  you  see  your 
family  to  be  in  at  this  time,  and  what  unique  impact  may  the 
illness  be  having  on  your  family  as  the  result  of  it's  being 
in  that  stage  at  this  time?"     The  families  can  be  asked  to 
consider  the  dreams  and  expectations  they  had  that  are 
currently  being  threatened  by  the  illness.     The  families  will 
need,  at  some  point  to  discuss  the  issue  of  dependency.  The 


group  leader  will  have  the  members  demonstrate  a  mutual 
dependency  developing  between  all  members  of  the  family  and 
their  environmental  relationships.     Some  families  may  respond 
defensively  to  the  concept  of  dependency  issues  between 
family  members.     It  is  important  to  allow  all  families  to 
"legitimize"  their  own  family's  functioning.     Whatever  is 
happening  is  working,   however  good,   and  must  be  authorized. 
The  therapists  are  "joining"  the  group  members  in  their 
effort  to  continue  to  develop  the  trust  level  necessary  for 
the  families  to  share  experiences  with  each  other.  The 
families  may  be  ready  to  discuss  the  symbolic  issues 
associated  with  the  many  daily  tasks  they  are  involved  in. 
Communications  breakdowns  will  be  seen  as  secondary  to  the 
changes  incurred  secondary  to  the  illness  development. 
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SESSION  THREE 
Changing  Roles.  Unchanging  Responses 

Each  session  will  begin  basically  as  the  previous  ones. 
This  session  begins  with  a  reference  to  last  session's 
activity  and  the  resultant  events  of  the  past  week.     When  the 
information  is  shared  and  processed,  providing  an  opportunity 
for  the  group  members  to  initiate  the  session  and  provide  a 
linkage  between  sessions,  the  leader  will  proceed. 

"We  will  look  at  some  of  the  various  roles  we  play  in 
family  life  this  meeting.     We  started  this  series  by 
recognizing  there  is  a  difference  between  acute  and  chronic 
illnesses,   then  looked  at  the  developmental  stages  associated 
with  illnesses.     We  talked  about  the  various  needs  that  are 
implicit  in  each  of  the  stages  of  family  and  illness 
development  and  the  problems  which  occur  as  the  result  of  a 
lack  of  fit  some  families  have  when  their  needs  clash  with 
the  needs  of  the  illness.  Today  we  look  at  specific  issues 
associated  with  that  lack  of  fit." 
Roles 

"It  may  sound  strange  initially  to  speak  of  roles  in 
families,  as  on  the  stage,  but  if  you  think  about  it,  we  do 
take  on  different  personas  as  we  find  ourselves  in  different 
situations.    At  home,  we're  spouses,  siblings,  parents,  or 
neighbors.     As  we  interact  with  others,  we  adopt  different 
modes  of  relating  for  each  of  these  different  roles.     It  may 
be  more  obvious  when  we  look  at  other  roles  we  play,  work,  or 
church,  or  public  appearances,   for  instance.     We  don't  act  or 
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speak  the  same  at  home  as  we  do  at  work.     These  are  the 
different  roles  we  play  in  our  lives.     Each  has  a  different 
set  of  rules  and  expectations  placed  on  them.     Behavior  and 
communication  is  appropriate  within  the  boundaries  of  the 
roles  in  which  we  function,  and  is  often  innappropriate 
outside  the  roles." 

"Roles  adaptability  is  an  important  consideration  to  be 
aware  of  in  family  operations.     As  our  lives  and  environments 
change,  our  plans,  hopes,  and  roles  must  change  and  new  goals 
and  priorities  must  be  established.     There  is  a  natural 
tendency  for  us  to  resist  changes  in  our  lives.  The  physical 
sciences  call  it  "inertia,"  the  social  sciences  call  this 
resistence  "homeostasis."    Whatever  it  is  called,  it  is  the 
natural  tendency  for  us  to  hold  on  to  behaviors  that  have  . 
worked  in  the  past,  sometimes  even  when  our  world  has  changed 
around  us  and  the  previously  functional  behaviors  have  lost 
their  effectiveness." 

"Some  families  have  a  limited  repertoire  of  roles  to 
play.     Others  have  an  almost  limitless,  confusing  range  of 
roles  for  persons  to  be  involved  in.     Families  demonstrating 
rigid  role  patterns  have  standardized,  unchanging  routines. 
These  routines  are  good  for  efficiency  when  the  family  is 
functioning  in  a  standard  mode,  but  when  their  environment 
shifts  and  they  have  difficulty  making  appropriate  changes  to 
accomodate  the  need,  troubles  arise.     Families  at  the  other 
extreme  may  appear  to  have  a  lack  of  role  clarity.     No  one  is 
quite  clear  who  is  susposed  to  do  what,  when.     The  roles  are 
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often  reversed,  with  one  person  being  the  provider  one  time, 
then  presenting  as  completely  irresponsible  immediately 
afterward.     This  shifting  behaviors  lead  to  confusion  and 
anxiety.     Between  the  extremes  of  behaviors  are  opportunities 
for  family  members  to  have  roles  which  are  stable  enough  to 
be  depended  on  and  fluid  enough  to  be  shared. " 

"My  family  made  a  very  strong  effort  to  revert  to  the 
old  way  of  being  as  we  pushed  to  get  back  to  work.  Working 
worked  for  us  in  the  past,  why  wouldn't  it  work  again?  It 
did,   but  only  partly.     Now  new  demands  were  present  which 
called  for  less  work  and  more  nurturance.     When  the 
nurturance  wasn't  forthcoming,   things  didn't  go  so  well.  We 
all  had  specific  tasks  at  home,  we  even  had  specific  places 
to  be  at  specific  times.    Meals,   for  instance,  are  an  example 
of  division  of  labor.     Who  shops,  brings  things  into  the 
house,  prepares  food,  sets  and  clears  the  table,  and  cleans 
up?    How  are  these  tasks  divided?    How  much  flexibility  is 
there  in  who  does  what?    These  are  minor  issues,  but  they 
serve  to  demonstrate  the  fact  that  there  is  a  clear  division 
of  labor  in  households  and  different  roles  to  be  played. 
What  then  happens  when  the  "assigned"  person  does  not  or 
cannot  perform  the  task?    How  flexible  is  the  family  in 
picking  up  and  getting  the  job  done  when  the  rules  and  roles 
change?    The  need  for  change  is  never  greater  than  when  the 
family  is  dealing  with  a  chronic  illness  and  the  resistence 
to  that  change  will  be  greater  in  some  families  than  others, 
but  it  will  exist.     That  resistence  will  result  in 
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uncertainty,  anxiety  and  discomfort  in  the  family  that  needs 
to  be  recognized  as  a  natural  process  and  resolved  in  a 
reasonably  efficacious  manner." 
Rules 

Behaviors  are  governed  by  rules  which  vary  in  families 
from  strictly  enforced,  unchanging  rules  to  rules  which 
change  frequently  and  are  inconsistently  enforced.  Some 
families  have  rules  which  are  absolutely  unchanging  while 
other  families'  rules  change  so  frequently,  they  only  apply 
for  the  instant  they  are  stated.     Problems  associated  with 
rule  issues  are  much  more  evident  in  families  with  young  or 
teenaged  children,  but  they  still  effect  mature  families. 
Rules  exist  in  every  family.     The  rules  must  be  flexible 
enough  to  allow  for  growth  and  change  as  needs  arise,  yet  not 
so  flexible  as  to  cause  the  family  members  to  be  confused  and 
unsure  of  their  actions." 
Leadership 

"Another  characteristic  associated  with  role  changes  and 
adaptability  in  families  is  that  of  leadership,  or  control. 
The  family  needs  to  know  that  there  is  adequate  and 
appropriate  leadership.     Control  and  responsibility  go  hand 
in  hand.     In  young  families  with  children,  parents  must  be 
seen  as  in  control  and  responsible  for  the  family's  behaviors 
and  activities.     In  mature  families  with  adult  children,  the 
leadership  is  usually  more  diadic  and  egalitarian  in  nature. 
Families  with  chronic  illness  sometimes  have  a  problem  of 
shifting  leadership  from  one  family  member  to  another,  as  in 


the  case  of  spouses,  or  from  one  generation  to  another  as  in 
the  case  of  the  ill  family  member  being  cared  for  by  the 
daughter  or  son.     The  family  usually  resists  these  changes 
initially  as  a  part  of  their  denial  of  the  seriousness  of  the 
illness,  but  someone  in  the  family  must  be  the  designated 
leader.     This  is  not  to  say  that  the  democratic  process  or 
shared  decisioning  will  not  be  utilized.     It  is  only  stating 
the  fact  that  the  family  must  have  a  recognized  means  of 
making  decisions  and  presenting  those  decisions  to  the 
outside  world. " 
Leadership 

"Another  important  consideration  in  making  decisions  in 

the  family's  life  is  that  of  negotiation.     How  negotiable  is 

a  decision?    Some  families  are  accustomed  to  decisions  being 

made  autocraticly  with  little  opportunity  for  negotiation. 

Other  families  may  engage  in  endless  rounds  of  negotiation 

between  the  family  members,  reaching  decisions  only  after 

much  frustrating  debate  and  indecision.     Between  the  extremes 

of  these  decision-making  types  are  differing  degrees  of 

flexibility  in  negotiation.     Some  decisions  need  to  be  made 

quickly,  without  consultation  with  others,  others  can  be  made 

with  input  from  all  family  members,  but  there  does  need  to  be 

flexibility  in  the  way  decisions  are  reached  in  families." 
Summary 

"In  my  family,  we  were  able  to  exchange  tasks  fairly 
comfortably,  but  interestingly  enough  I  had  difficulty  with 
space  allocation,     when  my  father  was  in  the  hospital,   it  was 
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impossible  for  anyone  else  to  comfortably  sit  in  "his"  chair, 
either  at  the  dinning  table  or  in  the  family  room.     It  was 
one  of  those  "Catch  22"  situations;  no  one  was  willing  to 
break  the  rule  and  sit  there,  yet  the  empty  chair  was  a  never 
ending  reminder  of  our  loss.     We  were  stuck  in  an  old  way  of 
operating,  bound  by  old  rules  and  roles,  and  not  yet  ready  to 
move  on  to  a  new  level  of  functioning." 

"That's  what  we  did--everyone  seemed  to  have  a  task  to 
perform- -a  role  to  play.    The  emotional  one,  the  supporter,  • 
the  rational  decision-maker,   the  stoic,  etc.     These  roles 
were  not  completely  static,  sometimes  we  swapped  the  roles, 
but  the  lines  had  to  be  said  and  the  player  who  had  the  part 
played  the  role." 

"This  "division  of  labor"  along  with  the  absolute     '  • 
demands  of  the  illness  kept  the  family  very  busy.     It  had  to 
accommodate  the  increasing  physical  and  emotional  demands 
being  placed  on  it  by  the  illness 's  progression." 


SESSION  FOUR 
Cohesion:  Close  Enough  to  Relate. 


Free  Enough  to  Breathe 


Session  four  will  retain  the  format  of  the  previous 
sessions  by  connecting  the  content  of  the  current  session 
with  that  of  the  previous  sessions.    The  group  leader  will 
ask  the  group  to  reflect  on  the  past  session  and  bring  the 
group  up  to  date  on  any  thoughts,  conversations  or  behaviors 
that  have  been  observed  during  the  past  week  that  could 
reflect  content  of  the  previous  sessions.     Leaders  familiar 
with  group  process  will  recognize  some  of  the  group  as  moving 
past  the  differentiation  stage,  characterized  by  conflict, 
and  into  the  stage  of  individuation,  characterized  by 
decreased  conflict  and  increased  respect.     The  conflict  is  to 
be  nurtured  and  used  at  this  time  to  allow  for  continued 
development  of  risk  taking  and  emotional  catharsis  among  the 
participants . 

The  concept  of  cohesion  will  be  presented  as  a 
continuum,  extending  from  disengagement  to  enmeshment . 
Disengagement  and  enmeshment  are  terms  quickly  recognized  by 
family  systems  workers  and  users  of  Olson's  FACES  III  measure 
that  might  carry  a  connotation  of  pathology  to  clients.  In 
order  to  avoid  any  possibility  of  misinterpreting  the  group's 
intent,   these  terms  will  be  replaced  with  less  pathologizing 
terms  such  as  "greater  and  lesser  degrees  of  connectedness." 
Interim  points  along  the  continuum  are  identified  as 
separated  and  connected.     The  families  will  be  encouraged  to 


198 

rank  themselves,  and  each  other,  along  the  continuum  in  an 
effort  to  allow  themselves  an  objective  look  at  who  they  are 
and  how  they  function. 
Introduction 

"We  have  looked  at  the  progression  of  ideas  associated 
with  the  development  of  an  illness  and  its  impact  on 
families,   communication  and  flexibility.     We  will  now  look  at 
the  family  itself,  considering  concepts  such  as  systems,  sub 
systems,  boundaries,  and  cohesion.     Although  they  sound  like 
very  different  and  divergent  concepts,  they  are  actually 
quite  closely  related." 

"Families  operate  like  systems.     When  something  impacts 
one  member  of  the  family,  it  has  some  effect  on  other  members 
of  the  family  as  well.    The  effect  will  not  be  the  same  on « 
all  members,  but  there  will  be  some  type  of  effect,  like 
ripples  on  a  pond  when  a  stone  is  thrown  in,  the  effects  are 
observable  in  all  directions.    When  one  person  gets  sick, 
others  respond  in  some  fashion;  they  may  come  and  help  out, 
they  may  call,  or  they  may  withdraw,  but  they  all  will  have 
some  response." 
Subsvs terns 

"Some  members  of  the  family  are  more  effected  than 
others.     There  are  subsystems  operating  within  the  family 
system.     Subsystems  are  usually  formed  by  pairs  of 
individuals  joining  together  with  common  interests.  \ 
Subsystems  can  be  formed  by  generation,  sex,  interest,  or 
function.     In  younger  families,  children  often  form  one 
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subsystem,  while  parents  form  another.     In  older  families,  a 
parent-child  dyad  may  form  a  subsystem  within  the  larger 
system.     Families  with  ill  members  have  subsystems  created 
that  includes  the  ill  person  and  the  caregiver,  or  the 
caregiver  and  a  sibling  or  adult  child.     Families  with 
youngsters  may  be  aware  of  mother-child  subsystems  that 
sometimes  exclude  father  and  older  children.     When  subsystems 
form,  as  they  invariably  will,  some  family  members  will  be 
excluded.     This  exclusion  of  one  or  more  members  is  not  by 
choice,  or  design,  but  a  natural  event  that  happens  to 
families.     Subsystem  formation  may  be  the  result  of 
convenience  and  geography.     In  my  family,  my  mother  and  I 
developed  a  much  closer  relationship  when  we  were  dealing 
with  my  father's  illness  than  she  and  my  brother  did,  because 
he  lived  in  another  state.    There  are  many  reasons  why  and 
how  subsystems  form;  we  are  concerned  with  the  result  of  the 
formation  more  than  the  reasons  why." 
Boundaries 

"The  principle  result  of  system  and  subsystem  formation 
is  the  development  of  boundaries  between  the  subsystems. 
Each  system  and  subsystem  is  differentiated  from  the  other  by 
function,  generation,   interest,  etc.     The  boundaries  protect 
the  uniqueness  and  differentiation  of  the  subsystems.  Each 
subsystem  makes  demands  on  the  members  of  that  subsystem  and 
places  restrictions  on  other  subsystems.     It's  as  if  someone 
said  "It's  O.K.   for  Mom  and  me  to  (perform  this  task),  (make 
this  statement),  but  it's  not  O.K.  for  you  and  her  to  do  it." 
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Now,  we  don't  consciously  go  about  making  rules  like  this, 
but  they  happen,  and  we  abide  by  the  rules  that  are 
sanctioned  by  the  family.     The  boundaries,  then,  become  very 
important  parts  of  the  smooth  functioning  of  the  system  as  a 
whole . " 

"In  crises,   some  families  turn  inwardly  toward  each 
other  and  get  very  close  to  each  other.     As  the  distance 
between  members  decreases,  the  boundaries  are  blurred  and  the 
differentiation  of  the  family  system  diffuses.  Normal 
adaptation  tasks  may  be  compromised  and  the  family  may  lack  : 
the  resources  necessary  to  change  under  stressful 
circumstances."  ' '  ' 

"Other  families  separate  during  crises  and  develop 
overly  rigid  boundaries.    Communication  across  subsystems  - 
becomes  difficult  or  strained,  and  the  protective  functions 
of  the  family  are  handicapped.    These  two  extremes  of 
boundary  functioning  are  often  referred  to  as  being  tightly 
or  loosely  connected.     All  families  can  be  conceived  of  as 
falling  somewhere  along  a  continuum  whose  poles  are  the  two 
extremes  of  diffuse  boundaries  and  overly  rigid  boundaries. 
Most  families  fall  within  a  wide  normal  range.     Even  families 
who  tend  to  function  in  the  more  distant  areas  of  the  scale 
may  function  quite  well,  particularly  if  all  family  members 
agree  on  functioning  at  that  level  of  connectedness.  Their 
response  to  additional  stressors  from  the  external 
environment  may  by  compromised  somewhat,  but  the  family  can 
continue  to  function  well." 
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Transacf.ional  St-vle 

"Being  closely  or  loosely  connected  actually  refers  to  a 
transactional  style,  or  preference  for  a  type  of  interaction, 
not  to  a  difference  between  functional  and  dysfunctional.  . 
Most  families  have  enmeshed  and  disengaged  subsystems  which 
function  appropriately  under  different  circumstances.  Most 
families  coping  with  chronic  illnesses  tend  to  be  somewhat 
enmeshed. " 
Areas  of  Concern 

"Family  functioning  at  either  extreme  may  indicate  areas 
of  concern.     Subsystems  operating  in  an  overly  connected  mode 
can  exclude  other  members  or  subsystems  who  can,  as  a  result 
of  misinterpreted  transactions,  see  themselves  as  being 
rejected  or  omitted  from  the  daily  operations  of  the  family 
unit.     It  is  easy  to  see  that  once  the  cycle  has  started,  it 
can  continue  and  become  self -perpetuating;  an  individual  may 
feel  excluded  from  a  closely  connected  subsystem  and 
withdraw;  the  subsystem,  experiencing  the  withdrawal  as 
rejection  may  respond  by  becoming  more  closely  connected. 
The  distant  or  loosely  connected  person  is  less  functional  in 
the  system  just  as  the  overly  connected  persons  are. 
Participation  is  reduced  in  the  loosely  connected  subsystem 
and  independence  and  autonomy  is  compromised  in  the  overly 
connected  subsystem. " 

"A  system  located  toward  the  extremely  loosely  connected 
end  of  the  continuum  tolerates  a  wide  range  of  individual 
variation  in  its  members,  but  stresses  to  its  family  members 
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not  to  cross  its  inappropriately  rigid  boundaries.     Only  a 
high  level  of  individual  stress  can  reverberate  strongly 
enough  to  activate  the  family's  supportive  systems.     At  the 
tightly  connected  end  of  the  continuum,   the  opposite  is  true. 
The  behavior  of  one  member  immediately  affects  others,  and 
stress  in  an  individual  member  reverberates  strongly  across 
the  boundaries  and  is  swiftly  echoed  in  other  subsytems. 
Both  systems,   then,   tend  to  react  inappropriately  to  threats 
or  insults  from  the  external  world.     The  tightly  connected 
family  responds  to  any  variation  from  the  accustomed  with 
excessive  speed  and  intensity  while  the  loosely  connected 
family  tends  to  not  respond  when  a  response  is  needed." 
Characteristics  of  Disengaged  and  Enmeshed  Families 

"In  an  effort  to  better  understand  these  concepts,  I  • 
want  to  operationalize  some  of  the  ideas  for  you.    We  can 
divide  boundaries  into  their  internal  and  external 
components.     Internal  boundaries  refer  to  those  within  the 
family  system  itself.     It  refers  to  the  relationships  and 
transactions  that  take  place  between  the  members  of  the 
family.     Families  that  are  primarily  loosely  connected  are 
dominated  by  the  concept  of  separateness,  while  overly 
connected  families  are  dominated  by  togetherness.     One  spends 
physical  and  emotional  time  apart  and  rarely  seeks  the  others 
company,  while  the  other  maximizes  their  togetherness  and 
have  little  time  alone.    The  loosely  connected  family  needs 
plenty  of  space  and  separateness  to  function,  while  the 
overly  connected  family  permits  little  space  to  exist  in  the 
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family.     You  have  probably  heard  others  comment  that  someone 

.    .   is  so  distant,   I  don't  understand  him/her  anymore;  I 
just  can't  get  through  to  them,   it's  like  there's  a  wall 
between  us"  or  "is  always  hovering  over  me;  I  can't  breathe 
without  hearing  comments  about  what  I'm  doing  or  thinking." 
A  intermediate  area  of  functioning  might  be  represented  by 
the  family  recognizing  that  having  time  alone  is  important, 
still  sharing  time,  or  permitting  time  alone.     Shared  or 
separate  space  may  be  preferred,  but  privacy  is  respected  in 
middle  functioning  families." 

"Emotional  bonding  is  one  of  the  major  characteristics 
seen  in  closely  and  loosely  connected  families.  Some 
families  experience  a  lessened  degree  of  emotional  closeness 
while  others  experience  little  separateness  and  extreme 
closeness.     These  families  will  usually  have  a  similar  schism 
in  the  family's  demonstrated  loyalty.     There  will  either  be  a 
lack  of  family  loyalty  or  it  will  be  demanded  of  the  family 
members.     It  is  not  permitted  in  some  homes,   for  instance,  to 
say  negative  things  about  some  family  members,  regardless  of 
their  past  behaviors.    These  families,  will  protect  and  defend 
the  family  at  all  costs." 

"The  degree  of  family  involvement  or  interaction  is 
another  significant  indicator  of  the  degree  of  closeness  or 
looseness  of  a  family.     While  some  families  have  low  levels  ' 
of  interaction  with  infrequent  affective  responses,  others 
will  demonstrate  a  high  level  of  interaction  and  affective 
responsiveness.     If  one  person  is  happy  in  a  closely 
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connected  family,  all  of  the  family  must  be  happy;   if  someone 
is  sad,  everyone  shares  that  sadness,  there  is  little 
opportunity  for  individuality  to  demonstrate  itself."  \ 

"Decision-making  is  another  important  characteristic  of 
any  family's  life.     Individuals  make  decisions  in  loosely 
connected  families,  while  overly  close  families  make 
decisions  only  after  consulting  the  entire  group  and 
attempting  to  get  a  group  consensus.     Mid-range  families  use 
both  individual  decision-making  skills  and  group  consensus  in 
order  to  reach  decision  that  affect  the  family  as  a  whole." 

"Closeness  of  family  functioning  and  boundary  making  are 
also  evident  when  we  look  at  distinctions  between  the  family 
and  its  external  social  environment .     Loosely  connected 
families  have  a  much  greater  focus  on  persons  and  events   •  , 
outside  the  family  than  closely  connected  families,  which 
primarily  focus  on  persons  and  events  inside  the  family. 
Loosely  connected  family  members  may  have  individual  friends, 
interests  and  activities  that  may  not  be  shared  with  other 
family  members  at  all.     Closely  connected  family  members 
usually  have  friends,  interests  and  activities  of  the  family 
as  a  whole.    These  friends  are  known  to,  and  approved  by,  the 
entire  family,  not  just  the  single  family  member.     My  family 
was  quite  closely  connected,  particularly  during  this 
difficult  period.     It  was  important  to  my  mother  for  my 
brother  and  me  to  know  and  approve  of  the  persons  she  was 
dealing  with  during  this  time,  yet  we  did  not  disclose  much 
of  this  information  to  those  outside  of  the  immediate  family 
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circle.     By  the  same  token,   I  would  have  never  considered 
bringing  a  stranger  into  the  house  during  this  time.     No  one 
ever  discussed  these  topics;  they  were  just  recognized  and 
honored  by  all  of  us." 

It  is  important  for  the  group  members  to  have  the 
opportunity  to  start  to  experience  the  differences  in 
families'   functioning.     In  order  for  the  families  to  more 
clearly  understand  the  principles  presented,   the  leaders  will 
reintroduce  the  topics  one  by  one  to  the  group  and  let  them 
start  to  discuss  them  as  they  apply  to  their  own  family.  The 
first  step  is  to  have  the  family  members  discuss  their 
families  as  systems  and  subsystems.     It  is  enlightening  to 
have  the  family  identify  the  number  of  systems  currently 
functioning  in  their  lives.     This  may  include  the  immediate 
and  distant  family  members  as  well  as  social,  professional, 
religious,  and  medical  contacts.     The  next  step  is  to  have 
the  family  start  to  recognize  the  type  of  boundaries  that 
exist  between  the  various  systems.     Some  will  be  permeable 
and  some  will  be  impenetrable,  but  there  will  be  some  type  of 
boundary  classification  for  each  of  the  systems  identified. 
Next  will  come  the  degree  of  emotional  bonding  and  degree  of 
family  involvement  experienced  by  each  of  the  families  and 
systems.     It  must  be  recognized  that  the  intent  of  this 
exercise  is  not  to  point  out  right  or  wrong,  but  to  identify 
the  types  of  systems  and  boundaries  that  are  currently 
existing.     When  the  families  are  able  to  recognize  that 
different  systems  and  boundaries  exist,  we  will  begin  to  look 
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at  the  association  between  those  systems  and  the  type  of 
communications  and  decisioning  each  supports.     The  families 
will  start  to  recognize  that  there  are  other  methods  of 
functioning  which  can  enable  them  to  achieve  their  current 
goals  and  increasing  the  flexibility  of  their  interactions 
can  improve  their  coping  with  the  illness. 
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SESSION  FIVE 
Resource  Utilization 

As  the  family  develops  increased  competence  in 
communicating  and  role  flexibility,   it  will  have  the 
opportunity  to  develop  new  patterns  of  resource  utilization. 
The  group  leader  will  stress  the  need  for  the  increased 
awareness  of  and  utility  of  social  supports  that  can  be 
gained  from  inside  and  outside  the  family  structure.  The 
goal  is  for  the  family  members  to  be  able  to  use  nuclear  and 
extended  families  as  support  while  continuing  to  become 
increasingly  cognizant  of  available  community  support 
systems. 

Social  support  systems  provide  for  much  more  than  the 
targeted  support  that  is  often  requested.     In  a  sense,  the 
ability  of  the  family  to  reach  out  to  its  family  and/or 
community  is  a  test  of  its  ability  to  communicate,  open  its 
boundaries,  and  extend  itself  outside  the  immediate  system  in 
a  quest  for  help.     The  very  act  of  reaching  out  and  searching 
for  aid  is  a  comment  on  the  ability  the  family  has  to 
function  in  its  environment.     The  social  support  system  may 
be  viewed  as  a  buffer  or  mediator  between  the  stress  the  ' 
family  experiences  and  a  more  healthy,   functional  lifestyle. 
If  the  family  has  the  ability  to  reach  out  and  interface  with 
the  extended  family  and  community,  it  will  be  simultaneously 
developing  and  refining  its  stress  management  mechanisms. 

The  social  support  system  can  be  conceptionalized  as 
emotional,   informational,  or  financial  support.  Emotional 
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support  may  come  from  family  members,   friends,  religious 
groups,   as  well  as  community  volunteers  and  professionals. 
In  order  for  the  family  to  reach  out  and  accept  some  help 
from  someone  outside  of  its  immediate  system,   it  must  first 
come  to  terms  with  its  own  perception  of  the  illness  and  the 
consequences  being  felt  by  the  family.     The  denial  that  has 
been  operating  in  the  family's  life  must  be  overcome,   to  some 
degree,   in  order  for  the  family  to  recognize  its  needs  and 
request  aid.     As  this  happens,  the  family  will  improve  its 
ability  to  respond  and  take  responsibility  for  its  current 
situation. 

Informational  support  can  come  from  a  number  of 
professional  and  volunteer  agencies  and  individuals.  The 
medical  team  is  usually  the  first  source  of  informational  « 
help.     The  primary  care  medical  team  can  be  very  instrumental 
in  getting  the  family  started  off  in  the  appropriate 
direction  for  treatment.    The  medical  team  usually  has 
connections  to  private  and  hospital -based  information  systems 
which  will  provide  the  family  with  plenty  of  technical 
knowledge  associated  with  the  illness.     There  are  many  self- 
help  and  volunteer  groups  in  communities  which  will  be  more 
than  happy  to  provide  help  for  families.    Mental  health 
professionals  who  work  with  medical  centers  and  teams  will  be 
able  to  provide  emotional  support. 

Financial  support  for  AD  families  is  often  difficult  to 
arrange.     Some  insurances  will  provide  help  for  the  AD  victim 
and  family,  but  many  have  little  to  offer. 
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The  group  leaders  will  start  this  session  as  they  have 
the  others  with  opening  remarks  which  will  allow  the  family 
members  to  reflect  on  the  past  week's  topics  and  make 
comments  relative  to  the  pertinence  of  those  comments  to 
themselves.     The  issue  of  resource  utilization  will  be 
developed  from  the  "inside  out;"  from  the  individual  to  the  ■ 
immediate  family,  extended  family,   friends,  community,  etc. 
as  though  it  is  one  topic  which  is  to  be  addressed  in  levels 
of  concentric  circles,  moving  outwardly  from  the  center  of 
the  family.     The  group  leaders  then  will  introduce  the  topic 
of  resource  development  and  management  with  a  comment  like, 
"Many  of  us  have  been  raised  in  a  setting  where  somehow  we 
got  the  message  that  to  ask  for  help  was  a  comment  that  we 
could  not  manage  our  lives  ourselves.     It  was  as  if  to  ask' 
for  help  was  an  admission  of  failure,  so  if  we  ever  did  turn 
to  others  for  help,   it  was  often  with  a  sense  of  dread  and 
guilt.     Even  at  a  familial  level,   it  is  often  very  difficult 
for  us  to  ask  others  to  help  us  do  things  we  need  to  do,  but 
for  whatever  reason,  are  unable.     I  remember  how 
uncomfortable  both  my  father  and  I  were  just  working  out  the 
problem  of  feeding  him.     How  could  I  ever  admit  to  myself 
that  this  man,  whom  i  thought  as  a  young  boy  was  absolutely 
invincible,  could  not  feed  himself  now?     It  was  okay  to  help 
him  get  around,  to  help  in  and  out  of  cars  and  doors,   even  to 
push  him  in  a  wheel  chair  at  times,  but  to  have  to  help  him 
with  basic  tasks  like  eating,  shaving,  and  cleaning  himself 
was  very  difficult  for  him  to  endure  and  for  me  to  accept. 
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Once  I  was  able  to  start  to  deal  with  some  of  those  issues 
myself,  we  managed  much  better.     What  have  been  your 
experiences  with  these  issues?      What  have  been  the  things 
that  have  particularly  difficult  for  you  to  ask  for  and 
give/receive  from  the  immediate  family?    What  has  been  easier 
than  you  expected?"     Let  the  inner  group  process  this 
information  initially,  then  the  outer  group  will  have  the 
opportunity  to  comment  on  its  experiences  with  these  issues. 

The  group  is  then  led  to  the  next  stage  of  family 
involvement,   the  family  members  who  are  not  readily  available 
to  work  with  the  illness.     Many  family  members  will  be 
involved  to  lesser  degrees  depending  on  their  emotional  and 
physical  distance  from  the  center  of  the  AD  family.  "Is 
there  a  fair  understanding  of  what  help  is  available  from  • 
different  family  members?    Often  there  are  surprises  in  the 
family's  responses;  some  respond  less  and  others  more  than  we 
might  expect.     How  do  we  communicate  this  new  found 
information  to  others,  or  do  we?    Who  have  we  found  that  we 
can  and  cannot  depend  on  for  what  things?    Some  family 
members  can  provide  time,  physical  or  financial  support, 
transportation,  telephone  conversations,  others  cannot.  One 
thing  is  certain,  everyone  cannot  provide  all  types  of 
support  all  the  time.     Sometimes  it  is  very  difficult  to  ask 
for  help  because  of  the  concern  we  may  experience,  at  some 
level  of  not  getting  the  response  we  want  or  expect.     Many  of 
you,  undoubtedly,  have  had  the  unpleasant  experience  of  being 
turned  down  when  you  have  asked  for  help.     This  is 
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are  asking  is  associated  with  the  family  or  is  a  close 
friend.     What  were  your  feelings  about  yourself  or  toward  the 
other  person  when  the  requested  help  was  not  to  materialize? 
Have  you  had  the  experience  of  asking,  getting  verbal 
support,  yet  waiting  and  waiting  and  finally  deciding  that 
the  request  was  not  to  be  to  be  granted?    What  were  the 
internal  thoughts  you  experienced  while  you  waited?"  The 
group's  response  to  these  issues  is  allowed  to  surface,  then 
the  leader  continues. 

"We  next  need  to  look  at  our  responses  to  the  help  that 
has  been  provided.     How  difficult  or  easy  was  it  for  us  to 
accept  the  help  from  the  different  sources  and  how  well  have 
we  been  in  expressing  our  appreciation  for  the  help  that  was 
given?"    This  will  give  the  group  an  opportunity  to  express 
its  frustirations  associated  with  accepting  the  help  that  has 
been  received.     "Many  of  us  have  a  difficult  time  expressing 
thanks  for  the  things  others  do  for  us.     Most  of  us  tend  to 
take  things  for  granted  after  a  while,  particularly  those 
things  which  are  repeated  over  a  period  of  time.     It  is  easy 
for  us  to  become  aware  of  those  who  have  not  helped,  are  we 
as  aware  of  those  who  do  help  on  a  regular  basis?" 

The  next  step  in  the  process  of  becoming  aware  of  the 
community  resources  is  to  look  into  the  community.     The  group 
can  be  addressed  as  a  unit  at  this  time,  since  the 
interrelational  part  of  the  help  finding  process  has  been 
covered.     If  the  individuals  in  the  group  continue  to  comment 
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about  family  members,   it  may  be  necessary  to  stay  on  family 
dynamics  longer  and  process  the  unresolved  issues  before 
moving  on  to  community -based  resources.     "This  is  a  time 
where  you  can  be  of  great  help  to  each  other.     Many  of  you 
have  been  able  to  take  advantage  of  resources  in  the 
community  that  others  have  not  used,  or  perhaps  even  heard 
of.     We  will  start  by  noting  some  of  the  agencies  and  groups 
that  have  been  instrumental  in  providing  financial, 
informational,  and  emotional  support  to  our  members  and  then 
open  the  discussion  to  you,   to  discuss  what  successes  you 
have  experienced  in  different  settings.     Some  of  those 
experiences  will  have  been  positive  and  some  will  have  been 
negative;  we  will  want  to  hear  as  many  as  we  can,  recognizing 
that  one  person's  bad  experience  may  be  limited  to  a  single 
event,  time,  or  incident.     It  is  important  to  keep  going  back 
to  individuals  or  agencies  multiple  times.     These  are  a  few 
of  the  agencies  we  have  found  to  be  helpful  in  working  with 
families  with  AD."      A  listing  of  agencies  and  groups  along 
with  the  contact  persons  in  those  groups  will  be  distributed 
to  the  group  and  discussion  will  ensue  concerning  the 
services  available  and  not  available  at  the  various  groups. 
The  group  members  will  be  able  to  add  to  and  or  detract  from 
the  list  bases  on  their  own  experiences. 

The  group  will  be  ended.     It  is  important  to  remind  the 
group  members  again  that  the  next  group  will  be  the  final 
group  meeting  and  comment  on  termination  issues. 
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SESSION  SIX  '  - 

Stress  Management 

This  session  is  a  very  important  session  in  that  it 
will,   like  the  last  session,  give  immediate  and  concrete 
solutions  to  some  of  the  problems  experienced  by  the  families 
of  the  group.     It  is  also  the  last  session  of  the  series, 
and,   as  such,   deals  with  termination  issues.     Since  AD  is  a 
terminal  illness,   the  manner  in  which  the  group  members 
manage  this  session  may  be  a  metaphor  for  the  way  they  will 
be  able  to  manage  their  AD  family  members  death  when  the  time 
comes.     Hopefully,  the  group  leaders  have  tended  to  prepare 
the  group  for  this  time  with  each  session  of  the  group  as  it 
has  occurred.     If  each  session  is  identified,  even  labeled, 
as  "This  is  the  first   (second,  third,  etc.)  of  six  sessions 
.    .    ."  the  last,  or  terminal,  session  will  not  have  the 
potentially  negative  impact  that  it  could  otherwise  have. 

The  session  is  to  be  opened  the  same  as  others,  with  a 
connecting  comment  to  previous  sessions,   like  "What  thoughts 
did  you  have  this  past  week  relative  to  our  last  session? 
There  might  have  been  questions,  arguments,  or  additional 
information  relative  to  community  agencies  or  family  events 
that  might  have  come  to  your  mind  during  the  week. " 
Termination 

When  the  group  has  had  an  opportunity  to  explore  this 
for  a  few  minutes,  the  group  leaders  will  continue  with 
"Welcome  to  the  sixth  and  last  group  meeting."     The  leader 
may  want  to  take  a  moment  to  start  saying  "goodbye"  at  this 
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point.      "I  want  to  express  my  appreciation  for  your 
attendance  and  participation  in  the  group  these  past  few 
weeks.     I  know  when  you  started,  you  probably  weren't  too 
sure  of  what  you  were  getting  yourself  into,  but  you 
continued  to  come  and  participate  in  the  group  and  we  are 
very  appreciative  of  that.     I  hope  it  has  been  a  positive 
experience  for  you. " 
Change  and  Stress 

"We  have  talked  a  lot  about  changes.    We  have  identified 
changes  in  illnesses,  ourselves,  our  families,  and  our 
community.     Today  we  will  talk  some  about  ways  to  manage  the 
changes  that  have  been  taking  place.     Change  is  ever  present. 
We  cannot  get  away  from  it.     The  best  we  can  hope  for  is  to 
keep  up  with  the  changes,  to  change  at  the  same  speed  in  the 
same  direction  as  the  world  around  us  is  changing  in  order  to 
maintain  d  sense  of  relative  equilibrium.     R.  D.  Laing,  one 
of  our  great  psychiatrists,  once  commented,   "We  live  in  a 
moment  of  history  where  change  is  so  speeded  up  that  we  begin 
to  see  the  present  only  when  it  is  disappearing."    That's  the 
way  change  is  for  me,   I  think,  and  perhaps  you  have  had  the 
same  experience  of  working  hard  to  keep  up  with  changes  as 
they  occur . " 
Background 

"Dr.  Hans  Selye,  an  Austrian  born  Canadian  physician, 
has  done  a  tremendous  amount  of  research  and  writing  on  the 
topic  of  stress.     He  is  the  person  who  coined  the  term  , 
"stress"  and  "distress."     He  defines  stress  as  a  "nonspecific 
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response  of  the  body  to  any  demand  made  upon  it"  and  talks 
about  the  results  of  the  body's  exposure  to  any  stimulus. 
The  stimuli  the  body  is  exposed  to  may  be  heat,  cold, 
infection,  physical  injury,  or  emotional  tension.     The  body's 
response,  then,   is  to  mobilize  its  natural  healing  processes 
so  that  it  can  best  cope  with  the  situation  at  hand.  This 
can  be  readily  seen  in  the  normal  variants  of  a  stress 
response.     If  we  have  a  viral  infection,  our  body  works  to 
react  to  the  infectious  agent  by  producing  more  white  cells 
to  ward  off  the  destructive  effects  of  the  infection.     If  we 
have  a  wound  or  accident,  the  body  responds  to  heal  the 
damaged  area.     If  we  are  late  to  an  appointment,  or  the  bus 
we  want  to  catch  is  preparing  to  leave,  the  nervous  tension 
that  surfaces  causes  the  endocrine  system  to  step  up  its 
production  of  hormones  in  order  for  the  heart  to  pump  more 
blood  through  the  lungs  to  the  legs  to  carry  more  oxygen  so 
we  can  run  and  get  on  the  bus  before  it  leaves.     The  system 
fails  us  when  we  continue  to  function  in  the  state  of 
hyperactivity  and  not  allow  the  body  to  recover  or  return  to 
a  more  relaxed  steady  state.     The  constant  demands  placed  on 
the  system  causes  it  to  experience  wear  and  tear  on  the 
system  beyond  the  level  of  rejuvenation,  resulting  in  the 
system's  gradual  degeneration." 
Symptoms 

"How,  then  do  we  recognize  the  effects  of  the  changes 
that  take  place  in  our  lives?    What  are  some  of  the  symptoms 
we  experience  as  change  related?    For  the  most  part,  they  are 
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the  same  symptoms  that  we  are  all  too  familiar  with, 
including  .    .    .    (see  Symptom  Checklist--last  page) .     Be  aware 
of  the  fact  that  these  symptoms  are  also  symptoms  associated 
with  other  disorders,   some  more  and  some  less  serious.     It  is 
important  to  know  that  when  a  constellation  of  symptoms  such 
as  this  is  present,  we  must  consider  the  possibility  of 
stress  response.     How  many  of  you  have  noticed  that  you  may 
have  experienced  some  of  these  symptoms  in  the  recent  weeks 
or  months?    There  may  be  other  things  you  have  experienced 
that  we  have  not  mentioned."     Give  the  group  some  time  to 
start  to  process  this  data  and  recognize  that  they  have  been 
dealing  with  the  responses  that  have  been  identified.     It  is 
particularly  important  at  this  time  for  the  group  leaders  to 
normalize  the  responses  identified  by  the  group  members  and 
not  have  them  think  their  symptoms  are  pathological  in 
nature.    The  symptoms  must  be  presented  as  normal  behavioral 
responses  to  the  demands  that  have  been  placed  on  the  group 
members  as  the  result  of  the  illness  being  experienced  in  the 
family. 
Treatment 

"The  first  step  in  the  process  of  getting  better  is  to 
recognize  that  there  is  something  wrong.     Education  is  the 
key.     We  must  recognize  that  we  and  our  environment  are 
changing  at  a  blistering  rate  and  we  are  having  difficulty 
keeping  up  at  times.     It  is  important  to  recognize  our 
personal  response  patterns  as  they  occur.     What  pushes  our 
buttons?    Which  events  or  persons  seem  to  activate  the 
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greatest  emotional  response  in  us?    We  need  to  look  at  our  • 
behaviors  and  recognize  them  in  their  degree  of 
appropriateness.     Have  we  had  times  when  we  were  angry  out  of 
context  or  to  an  excessive  degree?    I  know  one  of  my  traits 
is  to  find  myself  getting  angry  at  a  colleague  at  work  or  the 
cashier  at  the  grocery  store  for  no  apparent  reason,  or  I  may 
experience  an  angry  response  to  an  event  that  may  warrant 
some  degree  of  irritability,  but  does  not  justify  the  degree 
of  emotional  response  I  demonstrated.     I  remember  thinking  I 
was  handling  a  personal  family  crisis  pretty  well  one  time, 
and  then  finding  tears  in  my  eyes  several  days  later,  and  for 
no  apparent  reason.     We  often  defend  against  the  sadness  and 
discomfort  of  an  event,  then  find  that  the  emotions  jump  out 
when  we  least  expect  them  to.     If  we  can  learn  to  judge  our 
responses  and  determine  if  they  are  truly  appropriate  for  a 
situation,  we  will  be  much  more  attuned  to  our  efficiency  at 
handling  a  crisis  as  it  occurs.     How  many  of  you  remember 
times  when  you  may  have  had  an  unusual  emotional  response  to 
an  event?"     The  group  members  may  require  additional  examples 
from  the  leader's  experiences  to  start  to  recognize  their  own 
responses  to  events. 

"The  next  step  after  awareness  is  to  try  to  predict 
events  and  potential  responses.     If  we  know  we  have  cried  at 
the  last  four  sad  movies  we  attended,   it  shouldn't  surprise 
us  when  we  start  to  tear  at  the  seventh!     Learn  from  your 
past,  use  that  learning  as  a  predictor  of  the  future.  What 
events  are  you  aware  of  that  are  clear  trouble  areas  for 
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you?"    Again,   let  the  group  have  some  time  to  process  this 
topic. 

"Exercise  and  diet  are  two  very  important  methods  of 
managing  stress  in  our  lives.     Exercise  is  generally  divided 
into  aerobic  and  anaerobic  types:     aerobic  is  that  exercise 
that  requires  our  cardiovascular  system  to  worker  harder; 
anaerobic  exercise  is  for  strength-building.     Both  are  good, 
but  a  good  regimen  of  aerobic  walking  for  15  or  20  minutes, 
three  times  a  week,  can  do  wonders  for  the  uncomfortable 
physical  and  mental  feelings  associated  with  excessive 
stress.     There  have  been  many  studies  in  university  health 
centers  and  hospitals  that  clearly  show  the  benefits  of 
getting  one's  heart  rate  elevated  to  a  safe  level  on  a 
regular  basis  provides.     Before  you  seriously  consider  any* 
exercise  program,  you  must  get  a  clearance  from  your  family 
physician.     Then  follow  a  guide  that  is  gradual  and 
persistent  in  increasing  the  activity  level  recommended  by  a 
trained  health  professional.     Just  as  it  is  important  to  be 
involved  in  an  exercise  program,  it  is  important  to  not 
overdo  it  in  the  first  weeks.     How  much  exercise  do  you 
usually  get  at  home?"    Give  the  group  some  time  to  process 
this  idea  before  continuing  to  the  next  topic. 

"Diet  is  one  of  those  things  most  of  us  really  do  not 
like  to  discuss  too  much,  yet  it  is  very  important  to  our 
daily  functioning.     I  want  to  pay  particular  attention  to 
four  substances  that  can  really  make  a  difference  in  your 
ability  to  cope  with  daily  life  events.     They  are  sugar, 
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white  flour,  caffeine,  and  alcohol.     These  substances,  which 

are  commonly  occurring  parts  of  our  diets,   can  be  more 

detrimental  to  your  health  and  peace  of  mind  than  you  might 

imagine.     Sugar  robs  us  of  strength  and  adds  unnecessary 

calories  to  our  system,  white  flour  is  high  in  calories  and 

low  in  food  value,   caffeine  is  a  strong  stimulant  that 

affects  the  pituitary  gland  causing  the  body  to  respond  to 

our  body's  natural  stimulant,  adrenaline,  and  alcohol  is  a 

strong  central  nervous  system  depressant.     All  four  of  these 

substances  can  have  a  strong  detrimental  effect  on  our 

physical  and  nervous  systems.     We  have  some  handouts  to  help 

explain  our  position  on  this  topic;   let  me  just  challenge  you 

to  try  to  eliminate  all  of  these  items  from  your  diet  for  2 

weeks  and  see  what  changes  you  notice.     Who  in  the  group  has 

been  in  a  position  to  eliminate  any  of  these  items  from  their 

diet  in  the  past?"    This  may  be  a  fairly  controversial  issue 

for  some  of  the  group  members  and  it  is  not  recommended  that 

the  leaders  push  the  issue  too  far.     It  is  important  to  make 

the  information  available  and  let  the  group  use  what  they  are 

willing  and  comfortable  with  at  this  time.     For  those  more 

interested  in  dietary  management,  it  is  best  to  recommend  a 

registered  dietician  and  perhaps  some  reading  material  like 
Sugar  Rlupc; 

"Another  basic  stress  management  topic  is  sleep  and 
proper  rest.     If  we  are  busy  all  during  the  day  taking  care 
of  our  families  and  cannot  get  sufficient  rest,  we  will  be 
less  prepared  to  manage  tomorrow  and  start  a  downward  spiral 
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that  builds  on  itself  and  becomes  more  immanent  as  it 
continues . " 

"Relaxation  is  another  way  we  have  to  manage  stress 
levels  when  they  become  uncomfortable.     There  are  two  primary 
ways  of  dealing  with  stress  by  relaxation:     one  is  by 
musculoskeletal  relaxation  and  the  other  is  through  imaging 
relaxing  scenes.     If  you  are  interested  and  if  we  have  time, 
we  can  experience  one  of  these  methods  of  relaxation.  There 
are  a  number  of  publications  and  tapes  on  the  market  which 
teach  relaxation."  ■ "'        '    ,  • • 

"Musculo-skelatal  relaxation  was  probably  pioneered  by 
Dr.   Edmond  Jacobson  in  his  book  You  Must  Relax.     Dr.  Jacobson 
talked  about  how  the  muscular  and  skelatal  system  stored 
tension  which  the  body  experienced.     His  treatise  was  that  • 
our  system  would  respond  to  threatening  or  stressful  events 
by  preparing  to  fight  or  flee,  but  we  over  ruled  the  impulse 
and  did  not  expend  the  potential  energy  which  flowed  into  the 
muscles.     When  this  pent  up  potential  energy  was  not 
expended,  it  caused  us  to  experience  the  fatigue  and 
discomfort  which  we  have  come  to  identify  as  stress 
responses.     In  order  to  expell  the  stored  energy,  we  need  to 
use  the  muscles  and  allow  the  energy  to  dissapate.  His 
technique  was  called  "progressive  relaxation"  because  it 
suggested  that  each  individual  muscle  group  would  be  stressed 
and  then  relaxed  sequentially  until  each  muscle  in  the  body 
had  been  progressively  relaxed. " 
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"Another  method  of  relaxation  which  works  for  many- 
people  has  its  basis  in  a  form  of  yoga  and  Transcendental  * 
Meditation.     This  techique  of  relaxation  operates  on  the 
principle  that  it  is  impossible  to  be  stressed  and  relaxed  at 
the  same  time.     It  is  necessary,  then,   to  teach  the  body  to    .  :y 
relax  using  mental  instructions  in  order  to  achieve  a  relaxed 
state.     The  practitioner  finds  a  quite  space,  assumes  a 
sitting  position  and  starts  to  imagine  their  muscles 
relaxing.     As  they  think  of  the  muscle  relaxing,   it  will 
follow  the  instruction  and  achieve  a  more  relaxed  state. 
Autogenic  phrases  are  utilized,  as  "I  am  getting  more 
relaxed,   feeling  less  tense,  my  (arms,   legs,   etc.)  are 
feeling  comfortable,  heavy,  warm  .    .    .  "  in  an  effort  to  bring 
the  body  parts  to  that  relaxed  state.     Another  form  of 
relaxation  incorporates  the  use  of  memory  associated  with 
pleasant  experiences  and  places.     The  practictioner  may 
imagine  they  are  walking  on  a  beach,  in  a  meadow,  or  floating 
on  a  cloud  on  a  pleasant  day,  experiencing  themselves  as 
being  totally  relaxed  and  comfortable." 

"Whichever  type  of  relaxation  fits  you  best  is  the  one 
you  may  want  to  use.     One  common  activity  that  is  found  in 
all  the  types  of  relaxation  is  that  of  controlled  breathing. 
Dr.  Alexander  Lowen  wrote  extensively  about  the  importance  of 
deep,   controlled  breathing  in  his  book,   Bioeneraeti  cs .  His 
principle  thought  was  that  our  bodies  and  our  psyches  are 
intertwined  to  the  point  that  we  tend  to  act  out  what  we 
think  and  feel  emotionally.     One  of  the  important  ways  of 
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releasing  some  of  the  disabling  stress  respones  is  to  learn 
to  stand  and  sit  correctly  and  breathe  deeply.     He  taught 
diaphramatic  breathing,  which  is  something  that  we  can  do  in 
almost  any  situation.     Let's  practice  some  of  these 
excercises  now."     The  group  leaders  can  lead  the  group  in  a 
relaxation  exercise  at  this  time.     The  type  of  exercise 
utilized  is  less  important  than  having  the  experience  itself. 
Handouts  and  bibliographies  explaining  the  various  types  of 
relaxation  can  be  made  available. 

"Biofeedback  is  a  method  of  learning  to  relax  which 
incorporates  the  use  of  an  artificial  information  feedback 
system  into  the  training.    The  types  of  feedback  machines 
usually  used  are  electromyographs,   temperature,   and  electro 
dermal  response.     These  are  noninvasive  instruments  which  can 
pick  up  information  from  the  user  that  is  otherwise 
unavailable  and  allow  the  user  to  take  advantage  of  that 
awareness  to  control  body  processes  that  were  previously 
considered  uncontrollable.     It  sounds  a  lot  more  complicated 
than  it  actually  is.     The  EMG  machines  just  give  us  objective 
information  relating  to  the  amount  of  tension  in  muscles 
which  we  would  otherwise  not  be  aware  of.     They  are 
particularly  good  for  tension  headaches,   some  backaches,  etc. 
The  temperature  machine  is  particularly  good  for  vascular 
disorders  such  as  migraine  headaches  and  general  stress 
responses  since  it  measures  the  degree  of  tenseness  and 
relaxation  experienced  in  the  circulartory  system.     The  EDR, 
or  galvonic  skin  response  (GSR)  device  measures  the  activity 
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of  the  endocrine  system  and  is  a  good  indicator  of  overall 
excitability  one  experiences."     If  the  group  leaders  have 
access  to  protable  biofeedback  equipment,   they  may  take  a  few 
minutes  to  demonstrate  its  use. 

"Communication  is  one  of  the  most  important  contributors 
of  stress  and  at  the  same  time,  one  of  the  most  effective 
managers  of  stress  responses.     We  have  talked  about  not 
taking  care  of  ourselves.     One  of  the  typical  ways  we  manage 
to  not  take  care  of  ourselves  is  by  maintaining  a  level  of 
nonassertiveness .     It  is  important  to  recognize  the 
difference  between  assertive,  nonassertive  and  agressive 
behaviors."    The  therapists  may  take  a  few  minutes  to  further 
define  these  concepts,  with  examples  of  assertive, 
nonassertive  and  agressive  statements  and  concepts,  then 
continue  with,    "Many  of  the  popular  books  written  today  which 
deal  with  assertiveness  come  from  the  concepts  of  Dr.  Albert 
Ellis.     Dr.  Ellis  wrote  of  our  behavior  being  affected  as  the 
result  of  our  having  certain  "irrational  ideas"  which  we  keep 
in  our  minds.     He  conceptionalized  that  we  must  filter 
others '  behaviors  and  comments  through  these  irrational  ideas 
and  respond,  therefore,  not  to  the  behaviors  and  comments  of 
others,  but  to  our  interpretations  of  those  comments  and 
behaviors.     Some  of  those  irrational  ideas  are.    ..."  The 
group  leaders  will  identify  and  explain,  with  examples,  the 
irrational  ideas  as  proposed  by  Ellis. 
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"Laughter  has  been  called  the  best  medicine.  Norman 
Cousins  is  one  of  the  best  known  names  associated  with 
laughter  and  the  healing  process." 
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SYMPTOM  CHECKLIST 
Stress  Responses 


Physical  symptoms 
Fatigue 
Insomnia 

Accident  proneness 

Hyperactivity/psychomotor  retardation 
Psychosomatic  problems 

Headaches 

Backaches 

GI  problems 

Shortness  of  breath 

Rashes 

Peptic  ulcer  flairups 
Sexual  dysfunction 
Eating  disorders 

Alcohol  and/or  drug  abuse  or  dependence 
TMJ 

Psychological  symptoms 
Boredom 
Restlessness 
Obsession  with  thoughts 

Depression  , 

Difficulty  in  sleeping 

Sleeping  more  than  usual 

Tiredness 

Irritability 

Anhedonia 

Cynical,  sarcastic  attitude 
Def ensiveness 

Faultfinding,  other  and  self 
Decreased  motivation 
Decreased  libido 

Sociological  symptoms 

Social  withdrawal,  isolation 
Sense  of  not  belonging 
Feelings  of  dependency 

Difficulty  maintaining  conversations/ "motor 
mouth" 

Decreased  sense  of  humor 
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